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DEPARTMENTS  OF  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  AND  EDUCATION,  AND 
RELATED  AGENCIES  APPROPRIATIONS  FOR 
FISCAL  YEAR  1996 


U.S.  Senate, 

Subcommittee  of  the  Committee  on  Appropriations, 

Washington,  DC. 

NONDEPARTMENTAL  WITNESSES 

[Clerk's  note. — The  subcommittee  was  unable  to  hold  hearings 
on  nondepartmental  witnesses,  but  the  statements  of  those  submit- 
ting written  testimony  are  as  follows.] 

[The  statements  follow:] 

statement  OF  JOHN  marksbury,  treasurer,  boston  music 

EDUCATION  COLLABORATIVE 

My  name  is  John  Marksbury,  I  am  Treasurer  of  the  Boston  Music 
Education  Collaborative- -a  new  initiative  aimed  at  reviving  music 
education  in  the  Boston  Public  Schools.  The  proverb,  "It  takes  a 
village  to  raise  a  child",  serves  as  an  important  guiding  principle 
for  our  venture. 

Three  of  Boston's  leading,  non-profit  cultural  institutions- -the 
Boston  Symphony  Orchestra,  the  New  England  Conservatory  of  Music 
and  WGBH  Educational  Foundation- -have  joined  with  the  Boston  Public 
Schools  as  partners  to  create  an  innovative  music  program.  We  are 
uniting  our  artistic,  educational  and  human  resources  to  form  a 
strong  partnership. 

Music  education  is  reemerging  as  a  valued  force  in  the  learning  and 
educational  development  of  students.  Our  own  John  Williams,  the 
composer  of  "Star  Wars"  and  the  music  for  "Schindler's  List", 
reminds  us  that  the  ancient  Greeks  taught  math  through  music.  In 
fact,   it  was  Pythagoras  who  invented  the  scales. 

There  is  ample  evidence  today  in  schools  around  the  country  that 
have  introduced  music  as  part  of  the  daily  curriculum,  that  the 
lives  of  school  children  and  quality  of  education  have  improved 
significantly . 

However,  in  Boston  and  in  thousands  of  schools  from  coast  to  coast, 
music  has  all  but  disappeared  from  the  classroom- -silenced  by  the 
social  and  economic  problems  that  have  overwhelmed  so  many  school 
systems.  In  my  day  as  an  elementary  student  in  a  small  Ohio 
farming  town,  there  was  a  piano  in  every  classroom;  singing  and 
band  was  a  part  of  our  learning  and  growing  up.  Many  musicians  in 
the  Boston  Symphony  Orchestra  tell  me  they  first  learned  music  in 
their  public  schools  in  Philadelphia,   Chicago  and  Seattle. 
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In  the  1840' s  Horace  Mann  started  the  American  system  of  "common 
schools"  in  Boston.  His  associate,  Lowell  Mason,  helped  shape  the 
curriculum,  insuring  that  children  in  the  entire  system  had  singing 
every  day.  He  saw  singing  as  an  integral  and  required  part  of 
education,  not  only  for  the  discipline  it  engendered,  but  because, 
he  believed,   it  helped  keep  the  children  healthy. 

Thus  was  born  the  model  for  schools  across  the  country  which 
prevailed  for  over  a  century.  The  tradition  in  Boston  prospered 
well  through  the  1960 's  when  the  average  student  had  both  vocal  and 
instrumental  instruction  and  could  play  in  one  of  many  orchestras 
and  bands  in  the  public  schools. 

By  the  1990' s  the  picture  had  changed  radically. 

The  once-great  music  programs  in  New  York,  Chicago  and  Los  Angeles, 
were  decimated  as  a  result  of  the  economic  difficulties  which  have 
resulted  in  back-to-basics  curricula.  Today  in  Boston,  there  is 
but  one  music  teacher  for  every  1,200  school  children.  In  addition 
to  the  loss  of  music  specialists,  many  classroom  teachers  no  longer 
have  the  benefit  of  music  in  their  own  training  to  bring  to  their 
individual  classes. 

In  response  to  this  crisis,  the  joint  forces  brought  together  by 
the  Boston  Music  Education  Collaborative  are  seeking  to  create  new 
approaches  not  only  to  music  education,  but  to  classroom  learning 
in  general  for  both  the  elementary  and  middle  school  levels  in 
Boston.  In  the  process,  we  hope  to  develop  a  model  that  can  serve 
other  communities  grappling  with  the  same  problems  in  their  public 
schools . 

The  long-term  objective  of  the  Boston  Music  Education  Collaborative 
is  the  implementation  of  choral  and  instrumental  instruction  for 
all  Boston  Public  School  students  hand- in-hand  with  a  daily 
curriculum  that  utilizes  music  as  a  teaching  tool  for  all  subjects. 
The  Collaborative  approach  has  three  major  components: 

1)  .     Music  education  and  training  for  students  so  that  they  have  a 

strong  conceptual  background  to  draw  upon  when  music  is  used 
in  their  other  academic  lessons. 

2)  .     Teacher  training  to  enable  classroom  teachers  to  utilize  music 

effectively  as  a  teaching  tool  for  other  kinds  of  learning. 

3)  .     Assessment  of  the  program  and  advocacy  by  teachers  and  parents 

to  build  the  support  necessary  to  expand  a  successful 
integrated  music  curriculum  system-wide  in  the  Boston  Public 
Schools . 

We  began  the  program  in  1993  with  ten  pilot  elementary  and  middle 
schools  selected  through  open  competition.  Over  a  period  of  four 
years  we  are  expanding  the  program  in  these  schools  by  two  grades 
a  year.  We  started  last  year  in  grades  one  and  six.  This  year  we 
added  grades  two  and  seven.  In  this  way  children  progress  through 
the  program  as  they  move  form  one  grade  to  the  next. 

Each  of  the  Collaborative  partners  brings  a  strong  set  of  personnel 
and  other  resources  to  the  Collaborative. 

The  New  England  Conservatory  (NEC)  of  Music  has  taken  the  lead  in 
developing  the  pedagogy  of  the  program.  NEC  works  closely  with 
teachers  and  music  instructors  to  define  and  develop  curriculum 
objectives  and  activities.  Graduate  and  undergraduate  students 
serve  as  student  aides  to  support  music  instruction  and  classroom 
teachers . 

The  musicians  of  the  Boston  Symphony  Orchestra  and  guest  artists 
appearing  with   the   Orchestra  perform   in   the   schools   and  assist 
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teachers  in  music  exercises.  In  addition,  the  BSO's  Youth  Concerts 
and  its  popular  summer  camp  in  the  arts  are  being  made  available  to 
the  students. 

WGBH  Educational  Foundation  is  enlisting  the  tools  and  talents  of 
both  its  television  and  radio  division  as  well  as  its  educational 
research  facilities.  It  provides  audio  and  visual  material 
incorporating  a  wide  range  of  music  worldwide,  and  is  developing  a 
lending  library  for  Collaborative  schools.  WGBH  is  also  exploring 
possibilities  for  the  use  of  interactive  computer  CD's  and  other 
electronic  media  in  service  of  the  program.  Perhaps  most 
importantly,  WGBH  will  utilize  its  media  position  to  promote  the 
program  on-air  and  advocate  for  music  education  and  music  based 
learning . 

At  present,  the  program  involves  over  2,000  students,  145  teachers 
and  10  principals.  First  graders  are  learning  basic  music  literacy 
through  group  singing  and  weekly  recorder  sessions.  Sixth  graders 
receive  three  to  four  hours  of  choral  and  instrumental  instruction 
per  week  and  have  performed  year-end  recitals  before  enthusiastic 
audiences  of  parents  and  friends. 

Teacher  training  and  professional  development  opportunities  are  key 
components  of  the  Collaborative 1 s  strategy  for  integrating  music 
into  school  life.  Classroom  teachers  receive  special  training  so 
that  they  are  equipped  to  use  songs,  musical  games  and  music  theory 
to  teach  traditional  subjects.  Two  music-based,  cross-curricular 
resource  packages  have  been  developed  on  the  themes  of  "Peter  and 
the  Wolf"  and  the  "Life  of  Marian  Anderson."  These  packages 
include  tapes,  videos  and  musical  suggestions  to  enhance  specific 
academic  subjects  ranging  from  history  to  science. 

At  an  intensive  four-day  Professional  Development  Institute  at 
Tanglewood,  the  summer  performance  home  of  the  Boston  Symphony, 
teachers  take  classes  on  the  fundamentals  of  music,  receive 
training  in  music-integrated  math  instruction  and  attend  a  variety 
of  workshops  on  cross-curriculum  learning.  More  than  90  teachers 
have  already  taken  advantage  of  these  offerings  to  enhance  their 
knowledge  and  comfort  with  music  and  musical  concepts. 

Boston  Schools  Superintendent,  Dr.  Lois  Harrison- Jones ,  whole 
heartedly  endorses  the  program.  To  quote:  "[I  believe]  this  broad- 
based  music  program  will  help  the  teaching  and  learning  dynamics  in 
the  classroom.  I  am  firmly  committed  to  the  belief  that  the 
academic  performance  of  children  can  be  substantially  improved,  and 
a  stronger  parent  advocacy  will  emerge  when  this  program  is  in 
place  in  our  schools." 

Theories  about  the  general  efficacy  of  music  education  on  skill 
building,  motivation  and  analytical  thinking  have  been  transformed 
into  practice  in  scores  of  classrooms  around  the  country. 

Florida  researchers  recently  completed  a  state-wide  study  for  the 
Florida  Department  of  Education.  Their  findings  demonstrated  the 
role  of  music  education  in  drop-out  prevention  and  enriched  self- 
esteem.  When  Aiken  Elementary  in  Aiken,  South  Carolina  was 
established  in  1986  it  focussed  on  utilizing  trained  arts 
educators,  community  artists,  arts  organizations  and  classroom 
teachers  to  link  music  and  the  arts  to  specific  curriculum 
objectives.  In  1990  Aiken  Elementary  was  declared  a  "National  Blue 
Ribbon  School  of  Excellence"  by  the  U.S.  Department  of  Education. 

Professors  and  leading  scientists  at  the  Massachusetts  Institute  of 
Technology  (MIT)  recognize  the  impact  of  music  and  arts  learning 
upon  the  study  of  science  and  math.  MIT  Professor  Ellen  Harris  has 
written  in  her  "Why  Study  the  Arts  along  with  Math  and  Science" 
that  the  most  important  lesson  lacking  in  today's  K-12  education 
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may  not  be  any  particular  subject,  but  rather  the  acquisition  of 
learning  skills- -the  discipline,  concentration  and  repetition  that 
are  essential  to  the  mastery  of  any  subject.  The  arts  can 
effectively  instill  in  the  very  young  the  technical  skills  of 
repetition,   discipline  and  concentration. 

It  is  not  the  Collaborative 1 s  goal,  and  certainly  not  within  its 
capacity,  to  run  the  music  education  program  of  the  Boston  Public 
Schools.  We  believe  that  is  the  responsibility  of  the  Public 
domain.  However,  we  do  believe  that  the  Boston  Music  Education 
Collaborative  can  serve  as  a  catalyst  for  change  and  for  the  kind 
of  reform  and  improvement  in  public  education  that  the  system  is  in 
such  utter  need.  We  are  aware  of  the  new  Congressional 
leadership's  increased  focus  on  reducing  federal  expenditures.  We 
request  that  as  Congress  reduces  program  funding  it  provide 
encouragement  and  support  to  public/private  partnerships,  such  as 
this  Collaborative  which  can  demonstrate  more  effective  and 
innovative  approaches  to  educating  children. 

At  present  our  program  costs  about  $200  per  child,  and  as  the 
numbers  increase  in  the  next  two  years,  we  expect  the  ratio  to  be 
even  lower.  We  are  helping  improve  local  education  in  a  cost- 
effective  manner.  Our  intention  is  a  Rolls  Royce  design  but  at 
Chevrolet  prices,   not  vice  versa. 


STATEMENT  OF  CHUCK  KUEHN,  EXECUTIVE  DIRECTOR,  TAMPA  AIDS 
NETWORK,  ON  BEHALF  OF  THE  CITIES  ADVOCATING  EMERGENCY 
AIDS  RELIEF  [CAEAR] 

I  am  Chuck  Kuehn,  the  Executive  Director  of  the  Tampa  AIDS  Network  in  Tampa,  Florida. 
I  represent  Cities  Advocating  Emergency  AIDS  Relief  (CAEAR),  a  coalition  composed  of 
members  of  Planning  Councils  established  under  Title  I  of  the  Ryan  White  CARE  Act.  I 
thank  you  for  this  opportunity  to  provide  testimony  in  support  of  increased  funding  for  the 
Ryan  White  CARE  Act,  and  in  particular,  for  Title  I  of  the  Act. 

The  CAEAR  Coalition,  concerned  about  the  growing  AIDS  public  health  emergency, 
strongly  supports  a  triple-track  approach  to  the  battle  against  AIDS  consisting  of  broad 
access  to  comprehensive  HIV  care,  an  aggressive  prevention  outreach  effort  and  an 
accelerated  research  program. 

I  appeal  to  you  for  a  renewed  and  special  emphasis  on  funding  for  Title  I  of  the  Ryan 
White  CARE  Act  to  respond  to  an  ever-widening  AIDS  epidemic  and  ever-increasing  AIDS 
caseloads.  Title  I  programs  currently  provide  care  and  services  in  the  42  major  U.S. 
metropolitan  areas  most  heavily  impacted  by  the  AIDS  epidemic.  In  FY  96  the  number  of 
Title  I  communities  may  grow  by  17  to  as  many  as  59  American  metropolitan  areas. 

For  FY  96,  the  CAEAR  Coalition  seeks  an  additional  $109  million  over  the  FY  95 
appropriation  of  $356.5  million  for  Title  I.  This  would  bring  the  total  request  for  Title  I 
funding  in  FY  96  to  $465.5  million.  This  increase  in  funding  is  desperately  needed  in 
order  to  accommodate  the  estimated  17  newly  eligible  Title  I  communities  in  FY  96,  without 
reducing  funding  to  the  existing  Title  I  recipients.  It  is  also  required  to  respond  to  the 
rapidly  escalating  AIDS  caseloads  in  the  new  and  existing  Title  I  communities.  A  $109 
million  increase  in  Title  I  funding  over  the  FY  95  level  is  the  absolute  minimum  necessary 
to  avoid  a  reduction  in  services  to  people  with  HIV/AIDS  in  the  estimated  59  communities 
which  will  receive  Title  I  funding  in  FY  96. 

The  Title  I  communities  across  this  nation  are  struggling  to  meet  the  ever-evolving 
challenges  of  this  epidemic.  Despite  the  fact  that  AIDS  is  a  fifteen-year-old  epidemic,  its 
impact  on  America  is  just  beginning.  Though  AIDS  in  the  United  States  first  struck  the  gay 
community,  the  CDC  reported  last  year  that,  for  the  first  time,  AIDS  is  spreading  fastest 
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among  non  drug-using  heterosexuals.  AIDS  is  the  leading  cause  of  death  for  Americans 
aged  25-44.  It  is  the  third  leading  killer  of  children.  One  of  every  two  new  HIV  infections 
occurs  in  people  under  25.  AIDS  is  on  an  alarming  and  disproportionate  increase  among 
communities  of  color. 

In  1989,  after  eight  years  of  accumulation,  the  nation's  AIDS  caseload  soared  past 
100,000  reported  cases.  In  November  1991,  only  two  years  later,  the  nation's  AIDS 
caseload  surpassed  200,000.  Less  than  two  years  after  that  milestone,  in  middle  of  1993, 
the  nation's  AIDS  caseload  edged  over  300,000  cases.  A  year  later,  the  nation's  fourth 
100,000  cases  had  been  reported  by  June  of  1994.  Though  it  took  eight  years  to  reach 
the  nation's  first  100,000  cases,  80,000  new  cases  of  AIDS  were  diagnosed  in  last  year 
alone. 

Now,  more  than  400,000  cases  of  AIDS  have  been  reported  to  the  Centers  for  Disease 
Control  and  Prevention  and  more  than  243,000  Americans  have  died  of  the  disease  - 
three  times  the  number  of  Americans  who  died  in  the  Korean  and  Vietnam  Wars  combined. 
AIDS  takes  the  lives  of  more  than  one  hundred  Americans  every  day  -  one  every  15 
minutes  -  and  the  pace  is  accelerating.  Diagnosed  cases  of  AIDS  are  only  the  tip  of  the 
iceberg.  More  than  one  million  Americans  are  infected  with  the  HIV  virus,  and  the  number 
is  growing. 

When  the  CARE  Act  began  five  years  ago,  16  American  metropolitan  areas  had  AIDS 
caseloads  sufficient  to  be  designated  disaster  areas  under  Title  I.  Three  years  ago,  the 
number  rose  to  18.  Two  years  ago,  there  were  25;  last  year,  34;  this  year,  42.  And  next 
year,  perhaps  as  many  as  59  American  communities  will  qualify  for  emergency  assistance 
under  Title  I  of  the  Ryan  White  CARE  Act.  Of  the  fifteen  members  of  the  Subcommittee, 
seven  represent  states  that  contain  thirteen  currently  funded  Title  I  EMAs  -  Philadelphia, 
Portland,  Seattle,  Jacksonville,  Orlando,  Miami,  West  Palm  Beach,  Fort  Lauderdale, 
Tampa-St.  Petersburg,  St.  Louis,  Kansas  City,  Washington  D.C.  and  Boston.  Las  Vegas 
is  expected  to  become  an  eligible  Title  I  area  in  FY  1996  -  bringing  the  total  number  of 
Subcommittee  members  with  Title  I  funding  to  eight. 

The  AIDS  epidemic  in  America  is  not  ending.  It  continues  a  relentless  expansion  both 
within  the  original  epicenters  and  outside  of  them  in  new  urban,  suburban  and  rural 
communities  across  America.  This  spiralling  growth  of  HIV  requires  a  continued  increase 
in  resources,  if  we  are  going  to  provide  care  for  the  Americans  living  with  this  disease. 

Without  the  CARE  Act,  our  major  public  health  systems  would  collapse,  leaving  only  the 
very  privileged  with  access  to  treatments  which  billions  invested  in  research  have 
produced.  Instead,  the  CARE  Act  has  provided  a  model  of  efficiency,  and  has  been 
praised  by  federal  and  state  legislators,  Governors,  Mayors,  and  community  leaders  alike 
for  providing  vital  care  and  simultaneously  creating  imaginative  and  cost-effective 
solutions  to  the  AIDS  epidemic  in  our  nation's  communities. 

The  CARE  Act  requires  that  within  150  days  of  the  President's  signature  on  an 
appropriations  bill,  the  Federal  Government  must  have  disbursed  all  Title  I  funds.  No  time- 
consuming,  bureaucratic  delays  are  allowed.  With  these  monies,  Title  I  Planning  Councils 
then  distribute  a  life  line  of  services  to  people  living  with  AIDS  in  their  communities.  The 
volunteer  members  of  the  local  Planning  Councils,  not  the  federal  bureaucracy,  determine 
and  prioritize  the  needs  of  their  communities  and  which  services  will  be  provided.  The 
Title  I  agenda  in  American  communities  is  locally  designed  and  driven. 

Planning  Councils  seek  not  to  create  new  systems  of  care,  but  to  make  the  existing 
systems  operate  more  efficiently,  relieving  the  burden  on  the  community's  overall  public 
health  infrastructure.  For  example,  an  Atlanta  Georgia  study  showed  people  with  AIDS 
receiving  case  management  services  under  Title  I  had  46%  lower  hospitalization  costs  and 
lived  66%  longer  than  people  with  AIDS  not  receiving  case-managed  care. 
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Planning  Councils  direct  funding  to  AIDS  service  organizations  which  offer  testing, 
counseling  and  early  intervention  services  to  enhance  and  prolong  the  lives  of  persons 
with  HIV.  They  provide  case  management  and  increased  access  to  care,  arranging  for 
primary  medical  care,  dental  and  outpatient  care;  home  and  hospice  care;  housing  and 
nutrition  services;  nursing  and  prescription  drugs,  and  for  a  variety  of  other  services. 

In  my  own  community  of  Tampa  Bay,  Florida,  the  presence  of  Ryan  White  funding  has 
made  a  tremendous  impact  on  the  quality  of  life  for  persons  living  with  HIV/AIDS. 

Prior  to  Ryan  White  funding,  people  living  with  AIDS  suffering  with  poor  living  conditions 
were  tying  up  emergency  rooms  and  hospital  beds  due  to  frequent  hospitalizations. 
Through  Title  I  programs,  we  are  able  to  provide  case  management,  decent  living 
conditions,  hospice  and  home  health  care  services.  As  a  result,  we  can  now  help  people 
die  with  dignity,  in  their  own  homes,  and  thereby  reduce  the  overall  cost  of  their  care. 

Prior  to  Ryan  White  funding,  our  local  health  departments  had  four  to  six  week  waiting 
periods  for  people  to  be  seen  for  ongoing  medical  care.  Our  publicly  funded  county 
hospital  emergency  room  had  become  the  on-call  physician  for  the  medically  indigent. 
With  Ryan  White  funding,  we  are  now  able  to  finance  ongoing  primary  care  in  our  public 
health  units  in  two  counties,  at  the  Veterans  Administration  Hospital  and  at  the  University 
of  South  Florida  clinics,  reducing  waiting  periods  to  as  little  as  one  to  two  weeks. 

Ryan  White  funding  has  allowed  our  community  to  provide  life-  saving  and  life-extending 
medications  to  individuals  with  AIDS  as  well  as  tuberculosis  monitoring,  thus  reducing  the 
overall  costs  and  burden  to  the  state  and  federal  Medicaid  programs. 

With  Ryan  White  funding,  Tampa  Bay  also  has  a  model  pediatric  AIDS  demonstration 
project,  which  allows  our  community  to  provide  family-centered  case  management  and 
medical  care  to  over  225  women  and  children.  Such  services  are  an  absolute  necessity 
in  a  state  which  unfortunately  has  the  second  highest  incidence  of  pediatric  AIDS  in  the 
country.  Through  Title  I  funding,  we  are  able  to  provide  day  care,  respite  care  and 
transportation  to  parents  who  may  have  an  HIV-infected  child  as  well  as  to  families  with 
one  or  two  parents  -  and  children  -  infected  with  this  disease.  We  are  trying  to  maximize 
the  use  of  Ryan  White  dollars  by  unique  collaborations  with  other  federal  funding  sources 
to  create  adoption  programs  for  the  growing  number  of  children  orphaned  by  AIDS. 

The  overall  beauty  of  Ryan  White  CARE  Act  funding  in  the  Tampa  Bay  area  is  our  ability 
for  local  control.  Staffed  with  community  volunteers  and  people  with  HIV/AIDS,  our  HIV 
services  planning  council  has  developed  comprehensive  HIV/AIDS  plans  which  are  a 
blueprint  for  how  our  community  will  take  care  of  people  with  AIDS.  Without  the  funding 
provided  by  Ryan  White,  those  comprehensive  plans  are  only  empty  promises  to  our  most 
needy  citizens. 

As  talk  in  Washington  centers  around  local  control  and  reducing  bureaucracy,  the  citizens 
of  Tampa  are  taking  effective  action  through  the  Ryan  White  CARE  Act.  Never  before  has 
a  program  been  as  effective  in  moving  from  Washington's  good  intentions  to  Tampa's  real 
needs.  We  believe  the  CARE  Act  is  a  model  of  sound  and  effective  national  policy  with 
a  healthy  dose  of  local  control.  The  partnership  is  not  only  effective  -  it  is  life-saving. 

A  shortfall  in  federal  funding  for  AIDS  care  will  mean  the  denial  of  life-prolonging  care. 
Americans,  who  could  remain  healthy  and  working,  and  contributing  in  thousands  of  ways 
to  their  communities,  instead  will  become  ill.  They  will  add  to  the  growing  number  of 
Americans  in  our  already  overcrowded  hospital  emergency  rooms  and  will  cost  the  nation 
millions  of  dollars  in  unnecessary  hospitalizations. 

They  will  continue  a  trend  of  some  years  now,  in  which  AIDS  patients  have  required  almost 
20  percent  of  the  available  hospital  beds  in  Title  I  communities.  And  those  hospitals  will 
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continue  to  see  an  average  loss  of  almost  $420  thousand  per  bed,  per  year  on  AIDS 
patients.  Without  Title  I  programs,  many  people  living  with  AIDS  delay  care  until  it  is  an 
emergency.  Emergency  room  care  and  acute  care  in  hospitals  are  the  most  expensive 
care  in  our  public  health  system.  And  that  care  is  often  unreimbursed,  passed  along  in  the 
form  of  ever-higher  prices  to  the  federal  government  and  to  those  with  adequate  insurance. 

There  is  an  alternative.  For  far  less  money,  we  can  fund  the  outpatient  and  support 
services  provided  by  Title  I  of  the  Ryan  White  CARE  Act.  CARE  Act  programs,  costing 
relatively  few  dollars,  can  preserve  the  health  of  those  with  HIV  disease  and  can  preserve 
the  public  health  care  systems  in  our  major  metropolitan  areas.  By  any  measure,  Title  I 
is  a  national  bargain. 

Even  as  the  numbers  of  AIDS  diagnoses,  the  number  of  Title  I  communities,  the  number 
of  dead  have  all  continued  to  rise,  the  42  American  communities  receiving  Title  I 
assistance  this  year  have  continued  to  succeed  in  providing  streamlined  services  in  a  cost- 
effective  manner.  Despite  a  modest  increase  in  Title  I  funding  in  FY  95,  eight  Title  I 
communities  -  Atlanta,  Dallas,  Kansas  City,  Oakland,  Orlando,  Phoenix,  Saint  Louis,  and 
West  Palm  Beach  -  all  received  less  formula  funding  than  in  the  previous  year.  In  FY  96, 
the  number  of  communities  eligible  for  Title  I  assistance  may  rise  to  as  high  as  59  and  will 
contain  over  72  percent  of  the  nation's  AIDS  caseload.  As  the  number  of  Title  I  cities 
grows,  and  the  caseloads  spiral  upward,  the  federal  response  must  grow  as  well. 

Heavily  reliant  on  all  titles  of  the  CARE  Act  to  provide  comprehensive  care  services  to 
people  with  HIV  in  our  communities,  the  CAEAR  Coalition  urges  the  Congress  to  expand 
funding  for  the  entire  Ryan  White  CARE  Act  beyond  the  President's  FY  1995  budget 
request.  We  support  increases  in  FY  95  funding  for  all  titles  of  the  CARE  Act  -  Titles  I, 
II,  lll(B)  and  IV  -  and  reiterate  our  longstanding  call  for  full  funding  of  the  Ryan  White 
CARE  Act  at  over  $880  million. 

We  are  now  in  the  final  year  of  the  original  authorization  of  the  CARE  Act.  The  promise 
made  by  Congress  in  1990,  and  signed  into  law  by  President  Bush,  has  never  been 
fulfilled.  By  passing  the  Ryan  White  CARE  Act,  Congress  recognized  that  the  AIDS 
epidemic  is  a  disaster,  national  in  scope,  emergency  in  nature,  requiring  sufficient 
resources  to  mount  a  comprehensive  assault  against  it.  Despite  the  urgency  of  this 
epidemic,  appropriations  have  lagged  far  behind  the  original  authorization. 

The  United  States  government  responds  to  national  disasters:  forest  fires,  earthquakes, 
hurricanes,  floods.  It  is  part  of  what  all  Americans  agree  is  the  role  of  government.  In 
times  of  crisis,  we  do  not  fold  our  tent  and  go  home.  The  AIDS  disaster  in  America 
continues  to  be  a  public  health  crisis,  and  that  crisis  continues  to  demand  no  less  a  federal 
response  than  any  other  national  disaster. 

We  must  act  now  to  care  for  the  sick,  to  defend  the  communities  ravaged  by  this  disease, 
to  protect  the  new  populations  of  Americans  at  risk  --  including  children  and  teenagers, 
and  to  relieve  the  pressure  on  our  nation's  major  public  health  systems.  These  systems 
must  be  preserved  and  protected.  They  provide  care  to  over  100  million  American 
citizens.  Even  if  further  transmission  of  the  HIV  virus  were  to  halt  today,  an  alarming 
public  health  disaster  would  continue  to  unfold  well  into  the  next  century.  The  AIDS 
epidemic  in  America  has  unleased  what  has  been  called  a  "tidal  wave  of  health  care 
needs."  That  tidal  wave  could  sweep  under  a  national  public  health  system  currently  on 
the  verge  of  collapse. 

The  Ryan  White  CARE  Act  offers  cost-effective  solutions  to  these  challenges;  like  Ryan 
White,  the  young  hemophiliac  for  which  the  Act  was  named,  it  offers  hope  where  there  is 
fear.  We  must  make  use  of  these  solutions.  We  must  seize  the  offensive  as  communities, 
as  a  Congress,  and  as  a  nation  to  confront  this  deadly  disease  and  to  care,  in  a 
comprehensive  and  committed  way,  for  those  living  with  it. 
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STATEMENT  OF  K.  KIMBERLY  KENNEDY,  EXECUTIVE  DIRECTOR,  THE 
CFIDS  ASSOCIATION  OF  AMERICA,  INC. 

Thank  you  for  the  opportunity  to  provide  written  testimony  for  consideration  by  the  subcommittee. 
My  name  is  Kimberly  Kenney  and  I  am  executive  director  of  The  CFIDS  Association  of  America.  The 
CFIDS  Association  of  America  is  the  world's  largest  and  most  active  charitable  organization 
dedicated  to  conquering  chronic  fatigue  and  immune  dysfunction  syndrome,  or  CFIDS,  also  known 
as  chronic  fatigue  syndrome  or  CFS.  The  Association  has  more  than  23,000  members  and  a  mailing 
list  of  more  than  150,000.  In  its  mission  to  conquer  CFIDS  (CFS),  the  Association  sup'ports 
education,  public  policy  and  research  programs.  Since  1987  the  Association  has  funded  $2  million  in 
direct  research  grants  and  has  published  and  distributed  hundreds  of  thousands  of  copies  of  its 
journal,  The  CFIDS  Chronicle.  The  CFIDS  Association  of  America  is  a  non-profit  501(c)(3) 
organization  governed  by  an  all-volunteer  board  of  directors. 

Leadership  provided  by  the  Senate  and  House  Labor/HHS  Appropriations  subcommittees  has  served 
to  expand  CFIDS  (CFS)  research  and  increase  biomedical  research  funds  at  the  National  Institutes  of 
Health  (NIH);  it  has  given  hope  to  many  thousands  of  people  across  the  country.  The  Association  is 
grateful  for  the  important  role  which  members  of  these  committees  have  played  in  the  many 
achievements  for  persons  with  CFIDS  (CFS)  accomplished  by  Congress  and  federal  and  private 
sector  scientists. 


CFIDS  (CFS)  is  a  serious  disease  of  unknown  cause  or  origin  that  devastates  the  lives  of  its 
sufferers.  It  is  a  complex,  multi-systemic  illness  characterized  by  incapacitating  fatigue  and 
neurological  and  immunological  abnormalities.  Other  specific  symptoms  include:  impairment  of 
short-term  memory  and  concentration,  headache,  swollen  glands,  muscle  pain  and  weakness  and 
difficulty  initiating  or  maintaining  sleep.  These  symptoms  can  be  severely  debilitating,  often  remit 
and  relapse  without  warning  and  can  last  for  many  years.  Fatigue  in  this  disease  goes  far  beyond 
normal  tiredness.  By  definition  the  fatigue  experienced  by  persons  with  CFIDS  (CFS)  results  in 
substantial  reduction  of  occupational,  educational,  social  and/or  personal  activities.  Many  persons 
with  CFIDS  (CFS)  are  homebound  and  may  spend  16  to  20  hours  a  day  in  bed,  unable  to  perform 
even  the  most  basic  self-care  activities. 


Recent  studies,  using  the  most  restrictive  definition  of  CFIDS  (CFS),  have  reported  conservative 
estimates  of  the  number  of  persons  afflicted  with  CFIDS  (CFS).  Based  on  these  studies  conducted  by 
independent  investigators  in  different  settings,  we  know  that  there  are  a  minimum  of  500,000  men 
and  women  in  the  United  States  suffering  with  CFIDS  (CFS).  While  no  estimates  of  the  number  of 
children  with  the  disease  exist,  we  know  that  CFIDS  (CFS)  affects  a  significant  number  of  children 
and  adolescents  in  this  country. 

The  severity  of  the  disease,  its  long-lasting  and  debilitating  nature  and  the  number  of  persons 
affected  by  it  make  CFIDS  (CFS)  not  only  a  serious  public  health  threat,  but  also  a  serious  economic 
threat  to  this  country.  The  three-fold  loss  to  the  economy  in  terms  of  wages  lost,  tax  revenue  lost 
and  disability  benefit  dollars  paid  out  through  SSA  make  CFIDS  (CFS)  a  very  costly  illness.  Persons 
with  CFIDS  (CFS)  want  desperately  to  return  to  healthy,  productive  lives.  Together  we  can  make 
that  happen. 

The  Association  is  committed  to  fighting  CFIDS  (CFS)  through  research,  public  policy  and 
education.  We  are  pleased  with  progress  being  made  by  government  and  private  researchers  thus  far 
and  we  believe  that  our  advocacy  efforts  have  succeeded  in  advancing  CFIDS  (CFS)  research  to  a 
critical  juncture.  Leadership  from  the  Assistant  Secretary  for  Health  has  encouraged  a  productive 
dialogue  between  patient  advocates  and  government  officials.  This  partnership  has  resulted  in  greater 
clarity  about  which  avenues  of  investigation  hold  the  most  promise.  We  are  particularly  grateful  that 
Congress  has  called  upon  the  Assistant  Secretary  to  serve  in  this  important  role. 

Government  officials,  federal  and  private  sector  scientists  and  patient  advocates  must  continue  to 

^mot0,gether  m  °rder  t0  find  the  cause  of'  effective  treatments  for  and  ultimately  the  cure  for 
CFIDS  (CFS).  During  the  last  Congress,  the  CFIDS  (CFS)  community  saw  results  that  provide 
tremendous  hope  for  the  future.  The  following  are  examples  of  promising  research  and  notable 
enterprise  in  this  field: 
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An  NIH-funded  researcher  has  isolated  a  novel  retrovirus  from  a  group  of  CFIDS  (CFS) 
patients.  The  Association  was  the  initial  source  of  funding  for  this  research  and  the  NIH 
now  provides  supplemental  funds.  We  have  recently  learned  that  one  or  more  of  the  NIH- 
funded  CFS  Cooperative  Research  Centers  may  begin  providing  serum  samples  to  expand 
this  project  further  and  determine  the  relationship  of  this  new  retrovirus  to  CFIDS  (CFS). 

The  Cooperative  Research  Centers,  based  in  Denver,  Boston  and  Orange,  New  Jersey 
reported  numerous  multi-disciplinary  studies  at  an  October  1994  research  conference 
sponsored  jointly  by  the  American  Association  for  Chronic  Fatigue  Syndrome  (a 
professional  organization  of  physicians),  the  NIH  and  the  CDC.  These  studies  added  to 
evidence  of  abnormalities  in  the  immune,  neurological  and  endocrine  systems  of  persons 
with  CFIDS  (CFS). 

A  principal  investigator  of  one  of  the  Cooperative  Research  Centers  published  a  report  this 
month  in  the  Archives  of  Internal  Medicine  stating  that  he  has  noted  a  consistent 
laboratory  finding  in  a  majority  of  CFIDS  (CFS)  patients  tested.  Although  preliminary,  this 
study  may  help  identify  a  definitive  laboratory  marker  for  CFIDS  (CFS). 

CDC  investigators  also  presented  numerous  studies  at  the  October  1994  research 
conference.  A  longitudinal,  follow-up  study  of  patients  identified  in  the  CDC's  four-city 
surveillance  study  found  that  the  recovery  rate  from  CFIDS  (CFS)  may  be  as  low  as  12 
percent.  This  study  and  others  presented  by  private  sector  researchers  provided  solid 
evidence  that  CFIDS  (CFS)  is  often  a  long-term,  disabling  illness. 

The  active  phase  of  the  four-city  physician-referral  surveillance  study  conducted  by  CDC 
from  1990  until  1994  has  been  concluded.  After  repeated  requests  from  Congress,  CDC 
replaced  this  study  design  for  determining  the  prevalence  of  CFIDS  (CFS)  with  a 
community-based  design.  Last  November  CDC  researchers  concluded  the  first  community- 
based  study  of  fatiguing  illness  and  CFIDS  (CFS)  in  an  ethnically  diverse  population  of 
San  Francisco.  Results  from  this  study  are  expected  later  this  year. 

Last  month  an  international  study  group  led  by  CDC  scientists  published  a  revised  case 
definition  for  CFS  in  the  Annals  of  Internal  Medicine.  This  revised  definition  offers  several 
improvements  over  the  1988  definition  and  should  prove  to  standardize  case  selection, 
thereby  improving  comparability  and  reproducibility  in  CFIDS  (CFS)  research.  The  effort  to 
produce  this  case  definition  was  unique  in  that  the  study  group  consulted  with  four 
patient  advocates  throughout  the  entire  process.  I  was  fortunate  to  have  been  one  of 
them. 

In  September  of  1994,  the  CDC  published  a  booklet,  "The  Facts  About  Chronic  Fatigue 
Syndrome"  to  provide  patients,  clinicians  and  the  public  with  information  about  CFS.  This 
booklet  reflects  significant  revisions  requested  by  the  Association,  other  patient 
organizations  and  individuals.  According  to  officials  at  CDC,  nearly  100,000  copies  of  the 
booklet  have  already  been  distributed. 

The  Office  of  the  Assistant  Secretary  for  Health  has  continued  its  leadership  of  the  CFS 
Interagency  Coordinating  Committee  (CFSICC).  In  response  to  a  Congressional  request, 
the  patient  and  private  research  communities  have  representation  on  the  ICC.  I  am 
privileged  to  be  1  of  4  patient  advocates  on  this  committee  and  can  attest  to  the  tangible 
benefits  -  in  terms  of  increased  accountability  ~  of  providing  a  forum  for  government 
agencies  to  regularly  share  information  with  one  another  and  the  patient  community. 

The  Social  Security  Administration  (SSA)  has  implemented  a  monitoring  system  to 
identify  the  number  of  persons  reporting  disability  resulting  from  CFIDS  (CFS)  who  apply 
for  Social  Security  benefits.  We  anticipate  that  SSA  officials  will  report  data  from  this 
survey  in  the  near  future,  as  Congress  had  requested  last  year. 


These  advancements,  and  numerous  others  give  us  strong  reason  to  believe  that  the  investments 
made  in  CFIDS  (CFS)  research  will  bring  rewards  in  terms  of  identification  of  a  definitive  diagnostic 
marker,  the  cause(s)  of  CFIDS  (CFS)  and  effective  treatments  for  the  disease.  But  we  believe  that 
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this  can  only  happen  through  an  expanded  research  effort.  Your  continued  support  of  activities  at 
NIH,  CDC,  SSA  and  OASH  will  allow  us  to  close  in  on  answers  to  vital  questions  about  CFIDS 

(CFS). 

The  Association  believes  that  the  research  community  is  on  the  threshold  of  a  breakthrough  in 
CFIDS  (CFS)  research  and  that  we  must  seize  this  opportunity.  The  federal  government  is  currently 
committing  $11.8  million  to  CFIDS  (CFS)-related  research  at  the  CDC  and  NIH.  The  CFIDS 
Association  of  America  offers  the  following  recommendations  for  FY  1996  appropriations  and 
committee  report  language: 

Office  of  the  Assistant  Secretary  for  Health: 

The  Association  requests  that  Congress  appropriate  $1  million  to  the  Office  of  the  Assistant 
Secretary  for  Health  to  continue  the  Department  of  Health  and  Human  Services  Chronic  Fatigue 
Syndrome  Interagency  Coordinating  Committee  (DHHS  CFSICC).  We  ask  that  the  committee 
include  report  language  directing  the  Assistant  Secretary  for  Health  to  chair  the  CFSICC  and  use 
this  body  to  coordinate  CFIDS  (CFS)  research  across  the  Public  Health  Service  by  creating  a  yearly 
action  plan.  The  Association  also  requests  report  language  calling  for  the  formal  charter  of  the 
CFSICC  within  DHHS,  including  in  its  purview  oversight  into  programs,  performance  and  budget 
allocations.  We  ask  the  committee  to  designate  in  report  language  that  the  CFSICC  must  include 
formal  representation  from  the  NIH,  CDC,  SSA  and  Food  and  Drug  Administration,  as  well  as 
patient  advocates  and  private  sector  researchers.  In  addition,  the  Association  requests  that  the 
committee  encourage  the  addition  of  a  representative  from  the  Health  Resources  and  Services 
Administration. 

National  Institutes  of  Health 

The  Association  requests  that  Congress  appropriate  an  additional  $10  million  to  NIH,  most  of  which 
should  be  directed  to  extramural  grants  focused  on  promising  areas  of  biomedical  research.  We  ask 
that  the  committee  include  report  language  continuing  to  direct  NIH  spending  priorities  to 
investigations  which  seek  to  identify  the  etiological  agent(s)  and  markers  for  and  the 
pathophysiology  of  CFIDS  (CFS).  The  Association  also  requests  that  the  committee  state  that 
Congress  has  provided  sufficient  funds  for  the  appointment  of  a  full-time  equivalent  (FTE)  to 
coordinate  CFIDS  (CFS)  research  within  the  National  Institute  of  Allergy  and  Infectious  Diseases 
(NIAID).  the  lead  institute  for  CFIDS  (CFS)  research.  The  Association  also  requests  language 
indicating  that  Congress  has  provided  NIH  with  sufficient  funds  to  expand  the  Cooperative  Research 
Centers  to  capitalize  further  on  accomplishments  made  by  existing  CRCs.  We  ask  that  the 
committee  include  report  language  stating  that  NIH  can  maximize  its  research  efforts  by  investing  a 
CFIDS  (CFS)  Coordinator  with  institute-wide  authority  to  provide  leadership  on  CFIDS  (CFS)  and  by 
continuing  to  secure  attention  to  CFIDS  (CFS)  research  through  the  small  grants  program.  Finally, 
the  Association  asks  for  report  language  urging  NIH  officials  to  identify  appropriate  NIH  advisory 
committees  for  CFIDS  (CFS)  representation  and  ensure  appointment  of  appropriate  advocates 
thereon. 

Centers  for  Disease  Control  and  Prevention 

At  the  CDC,  the  Association  requests  that  Congress  appropriate  a  $5  million  increase  to  complete 
and  expand  current  surveillance  projects.  The  Association  asks  the  committee  to  include  report 
language  encouraging  the  commencement  of  a  case-control  phase  of  the  community-based 
surveillance  study  recently  completed  in  San  Francisco.  We  request  language  that  directs  CDC  to 
conduct  appropriate  education  programs  and  commence  a  series  of  studies  on  possible  transmission 
routes  for  CFIDS  (CFS),  especially  among  health  care  workers,  among  family  members  and  maternal 
transmission  to  unborn  children.  The  Association  also  recommends  that  the  committee  direct  CDC, 
through  report  language,  to  consider  placing  CFIDS  (CFS)  on  its  emerging  infections  list  and  give  it 
the  appropriate  attention  as  an  emerging  illness  with  widespread  public  health  implications. 

Social  Security  Administration 

Persons  with  CFIDS  (CFS)  are  frequently  disabled  and  entitled  to  benefits  from  SSA.  The  Association 
asks  the  Committee  to  direct  the  SSA,  through  report  language,  to  provide  a  summary  of  its  current 
CFIDS  (CFS)  surveillance  projects  to  the  CFSICC  during  this  fiscal  year.  This  data  should  be  used  to 
investigate  obstacles  to  benefits  for  persons  with  CFIDS  (CFS)  and  keep  medical  information 
updated.  We  request  report  language  indicating  that  last  year  the  committee  recommended  that  SSA 
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establish  a  CFIDS  (CFS)  Advisory  Committee  to  review  current  medical  standards  and  investigate 
the  training  and  information  resource  needs  of  regional  SSA  offices.  Since  SSA  has  not  met  this 
critical  need  voluntarily,  the  Association  asks  the  committee  to  include  language  strongly 
recommending  that  it  do  so  within  the  next  year.  SSA  can  further  serve  CFIDS  (CFS)  claimants  by 
including  medically  accurate,  up-to-date  information  on  CFIDS  (CFS)  in  the  Listing  of  Impairments 
and  POMS  manuals  and  reviewing  this  information  bi-annually. 

Food  and  Drug  Administration 

The  Association  requests  report  language  calling  for  a  streamlined  process  at  the  FDA  through  which 
potentially  promising  drugs  that  can  treat  CFIDS  (CFS)  are  investigated  and  approved  without 
unnecessary  delay.  We  further  ask  the  committee  to  recommend,  through  report  language,  that  FDA 
adopt  a  policy  to  allow  CFIDS  (CFS)  patients  access  to  any  potential  drug  at  the  earliest  opportunity 
after  safety  is  established.  We  also  ask  the  committee  to  recommend  that  FDA  collaborate  closely 
with  NIH  on  identifying  surrogate  markers  for  CFIDS  (CFS)  to  evaluate  response  to  possible 
therapeutics.  Finally,  the  Association  requests  that  the  committee  direct  the  appointment  of  a  CFIDS 
(CFS)  advocate  to  the  Antiviral  Drugs  Advisory  Committee. 

Conclusion 

The  CFIDS  Association  of  America  is  committed  to  conquering  CFIDS  (CFS).  We  hope  that,  once 
again,  Congress  will  work  with  us  to  secure  a  dedicated  and  effective  federal  response  to  CFIDS 
(CFS)  so  that  we  can  put  an  end  to  the  suffering  caused  by  CFIDS  (CFS)  sooner,  rather  than  later. 
One  of  the  strategies  we  have  pursued  in  this  fight  is  to  educate  government  officials  about  CFIDS 
(CFS).  Later  this  year  the  Association  plans  to  hold  a  CFIDS  (CFS)  briefing  for  Members  of  the 
Senate  and  their  staffs,  and  we  invite  members  of  this  subcommittee  to  participate. 

The  patient  community,  the  research  community  and  the  government  have  worked  together  to 
build  a  strong  foundation  of  understanding  about  CFIDS  (CFS).  Now  is  the  time  to  build  on  this 
foundation  to  find  answers  to  the  myriad  questions  that  have  eluded  us  for  so  many  years.  Thank 
you  for  standing  by  us  throughout  this  search,  for  your  time  and  attention  and  for  your  thoughtful 
consideration  of  our  requests. 


STATEMENT  OF  J.  ALFRED  RIDER,  M.D.,  ON  BEHALF  OF  THE 
CHILDREN'S  BRAIN  DISEASES 

It  is  a  pleasure  to  submit  written  testimony  to  the  U.S.  Senate  Subcomittee  on 
Labor,  Health  and  Human  Services  for  inclusion  in  the  official  hearing  record. 
I  am  submitting  this  on  behalf  of  the  Children's  Brain  Diseases  Foundation,  the 
Batten  disease  Support  and  Research  Association  and  the  thousands  of 
children  and  their  families  who  are  affected  with  Batten  disease. 

Specifically,  I  would  like  to  address  the  need  for  continued  funding  at  the 
previous  level  plus  a  modest  increase  for  Batten  disease.  Batten  disease  is  a 
neurological  disorder  affecting  the  brains  of  infants,  children  and  young 
adults.  It  occurs  once  in  every  12,500  births.  There  are  approximately 
440,000  carriers  of  this  disorder  in  the  United  States.  It  is  the  most  common 
neuro-genetic  storage  disease  in  children.  Although  there  are  several  types  of 
Batten  disease,  the  usual  case  is  characterized  by  motor  and  intellectual 
deterioration,  visual  loss,  behavioral  changes,  the  onset  of  progressively  severe 
seizures  and  terminates  in  death  in  a  vegetative  state.  This  irreversibly  severe 
illness  constitutes  an  enormous  nursing  and  financial  burden  to  families  with 
afflicted  children.  Patients  may  live  in  a  deteriorating  state,  from  10  to  43 
years.  The  changes  that  occur  in  the  brain  in  these  children  are  quite  similar 
to  many  of  the  changes  that  occur  in  the  aging  person.  Thus,  effective 
treatment  for  Batten  disease  may  also  allow  us  to  alter  the  aging  process  and 
age  associated  senility  in  our  aging  citizens. 
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Batten  disease  is  now  recognized  world  wide,  but  continued  research  money  is 
needed  to  successfully  advance  the  research  to  determine  the  exact  cause  of 
this  disease. 

There  have  been  several  encouraging  research  results  obtained  in  the  last 
several  years.  For  example,  the  defective  gene  in  the  juvenile  form  has  been 
placed  on  the  short  arm  of  chromosome  16  near  the  marker  D16S298  and  may 
be  only  10  Kb  (10,000  bases)  away.  This  is  extremely  close  in  molecular 
genetic  terms.  The  gene  of  the  infantile  form  has  been  placed  on  chromosome 
1.  The  exact  locus  is  yet  to  be  determined  although  we  are  getting  closer  and 
closer.  The  defective  genes  for  the  late  infantile  and  adult  forms  have  not  yet 
been  located,  but  progress  is  being  made.  However,  this  is  a  very  labor 
intensive  and  very  expensive  task. 

The  process  of  gene  localization  is  facilitated  by  families  organized  to  supply 
blood  and  tissues  as  sources  of  DNA  for  these  studies.  A  tissue  bank  has  been 
established  at  Indiana  University  with  over  365  cell  lines,  and  one  at  the 
Neuroscience  Center,  Massachusetts  General  Hospital,  Harvard  Medical 
School,  with  138  NCL  cell  lines  available  to  all  investigators.  The  process  of 
systematically  surveying  a  region  of  the  chromosome  containing  millions  of 
base  pairs  of  DNA  in  which  there  may  be  hundreds  of  genes  is  underway. 
Additional  studies  are  progressing  to  isolate  and  identify  the  enzymatic  defect 
in  each  of  the  four  types  of  Batten  disease.  A  dog,  sheep  and  mouse  model 
have  been  identified  which  have  facilitated  this  enzyme  research. 

The  Children's  Brain  Diseases  Foundation,  begun  in  1968,  has  had  a  direct 
role  in  stimulating  interest  in  Batten  disease  world  wide  by  granting  selected 
seed  money  to  various  investigators.  The  Foundation  has  sponsored  five  world 
wide  symposiums;  the  most  recent  in  Newark,  New  Jersey,  May  1994.  The 
next  international  symposium  will  be  held  in  Finland  in  1996.  There  are  now 
over  sixty  investigators  world  wide.  Their  work  must  continue  to  be 
encouraged  and  supported. 

A  major  impetus  to  these  advances  occurred  as  the  direct  result  of  your 
committee's  perseverance  and  interest  which  began  to  achieve  fruition  in  1991 
when  for  the  first  time,  the  committee  recognized  that  not  enough  attention  was 
being  spent  on  batten  disease,  and  they  directed  the  NIH  to  expand  its  research 
in  this  direction. 

In  1994,  $3,272,699  was  spent  on  Batten  disease  research.  However,  since  a 
number  of  these  are  continuation  grants  and  several  will  be  coming  up  for 
renewal,  it  is  requested  that  the  sum  of  $3,470,000,  approximately  a  3  percent 
increase  over  1994  and  1995,  be  budgeted  to  assure  that  at  least  one  or  two 
more  new  grants  be  funded  in  1996.  It  is  critical  to  continually  bring  in  new 
investigators  while  not  cutting  off  those  who  are  tried  and  true. 

We  are  cognizant  of  the  difficulty  in  getting  funds  for  research.  However,  the 
amount  requested  is  a  small  price  to  pay  to  solve  a  disease  which  wrecks  havoc 
on  the  victims  and  families  and  is  draining  our  national  resources  of 
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approximately  350  million  dollars  per  year  based  on  approximately  300 
children  born  with  Batten  disease  each  year  and  others  living  with  this  disease 
at  an  average  treatment  and  maintenance  cost  of  over  $75,000  per  year  for 
each  year  of  life.  This  lifetime,  in  a  vegetative  state,  can  last  10  to  43  years. 

Specific  recommendations: 

We  would  like  to  suggest  that  the  following  wording,  based  on  similar 
recommendations  in  past  years,  be  used  in  this  year's  appropriation  bill: 
"The  Committee  continues  to  be  concerned  with  the  pace  of  research  in  Batten 
disease.  The  Committee  believes  that  the  Institute  should  actively  solicit  and 
encourage  quality  grant  applications  for  Batten  disease  and  that  it  continue  to 
take  the  steps  necessary  to  assure  that  a  vigorous  research  program  is 
sustained  and  expanded.  The  Committee  has  provided  that  $3,470,000  within 
the  funds  available  as  recommended  by  the  NINDS  be  spent  on  Batten  disease 
research.  This  will  allow  for  $3,272,699  for  continuation  and  renewal  grants 
and  $197,301  for  new  grants". 


STATEMENT  OF  PAUL  KRAMER,  PRESIDENT,  CHILDREN'S  HOSPITAL  OF 

PITTSBURGH 

Mr.  Chairman  and  Members  of  the  Subcommittee,  it  is  my  privilege  to  present  written 
testimony  for  inclusion  into  the  hearing  record  on  behalf  of  Children's  Hospital  of  Pittsburgh 
in  Pittsburgh,  Pennsylvania.  I  would  like  to  take  the  opportunity  to  describe  our  efforts  to 
develop  a  federal-state-local  partnership  to  support  a  national  model  of  coordinated  regional 
pediatric  care. 

MEETING  THE  CHALLENGES  OF  SPECIALIZED  PEDIATRIC  CARE 

Children  are  at  the  frontlines  of  change  in  the  health  care  delivery  market,  and  the 
pace  of  that  change  has  increased  significantly  during  the  last  several  years.  With  increased 
emphasis  on  reducing  health  care  costs,  there  has  been  a  radical  shift  from  inpatient  to 
outpatient  services.   Pediatric  patients  of  the  future  will  receive  preventive  care  in  a  variety 
of  community-based  health  clinics  and  will  undergo  minor  surgical  procedures  in  outpatient 
satellite  surgical  centers  in  sharp  contrast  to  traditional  methods  which  have  been  the 
standard  for  pediatric  care  and  treatment  throughout  the  last  century. 

As  sweeping  change  continues  to  occur  within  the  health  care  industry,  it  is  critically 
important  to  understand  that  for  pediatric  health  care  services  "one  size  does  not  fit  all". 
The  requirements  of  a  reformed  health  care  delivery  system  must  be  tailored  to  the 
specialized  needs  of  children.   For  example,  for  every  hour  in  the  hospital,  a  child  on  average 
requires  31  percent  more  routine  nursing  care  than  an  adult  and  a  child  younger  than  two 
requires  45  percent  more  care  than  an  adult.  Patients  admitted  to  specialty  pediatric 
hospitals  require  even  more  intensive  care,  because  they  are  younger,  sicker  and  more  likely 
to  have  a  chronic  or  congenital  condition  than  the  pediatric  patients  of  general  hospitals. 

Recent  studies  undertaken  by  the  National  Center  for  Education  in  Maternal  and  Child 
Health  highlight  the  fact  that  one  of  the  major  problems  with  current  pediatric  medical  care  is 
that  many  doctors,  nurses,  paramedics,  and  emergency  medical  technicians  continue  to  treat 
children  as  miniature  adults.   In  fact,  children  are  at  greater  risk  than  adults  of  having  serious 
breathing  problems,  are  less  tolerant  of  blood  loss  and  more  vulnerable  to  head  injury. 
Recognizing  and  treating  a  child  in  shock  illustrates  crucial  differences  in  procedures  and 
protocols  between  emergency  pediatric  care  and  adult  care.  Yet,  current  estimates  indicate 
that  only  1  in  5  practicing  pediatricians  knows  how  to  perform  some  of  these  procedures. 
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For  America's  65  million  children,  changes  in  the  nation's  health  care  system  pose 
serious  concerns.  Too  often,  strategies  to  cap  health  care  spending  fail  to  take  into  account 
the  radical  differences  in  the  treatment  needs  of  children  and  adults. 

Children's  Hospital  of  Pittsburgh  (CHP),  along  with  other  children's  hospitals  across 
the  nation,  recognizes  the  critical  need  to  quickly  adapt  to  a  new  health  care  environment 
without  compromising  the  quality  and  accessibility  of  specialized  pediatric  care.  As  we  move 
forward  as  a  nation  to  reform  the  health  care  delivery  system.  Children's  Hospital  of 
Pittsburgh,  along  with  its  pediatric  hospital  partners  across  the  nation,  can  play  an  important 
role  in  designing  and  re-engineering  a  pediatric  health  care  delivery  system  for  the  21st 
century. 

CHILDREN'S  HOSPITALS:  A  NATIONAL  RESOURCE 

In  general,  pediatric  hospitals  and  medical  centers  are  driven  by  missions  that  commit 
them  to  serving  all  of  the  children  of  their  communities,  including  the  sickest,  poorest,  and 
those  in  need  of  the  most  specialized  care,  through  the  delivery  of  primary  and  subspecialty 
care  in  both  inpatient  units  and  outpatient  clinics.  Pediatric  hospitals  are  by  nature  highly 
specialized  and  provide  more  intensive  and  costly  care  than  any  other  acute  hospitals  given 
the  fact  that  children's  illnesses  are  more  severe  than  adult  illnesses. 

Children's  hospitals  also  are  regional  referral  centers,  meeting  the  specialized  care 
needs  of  children  from  the  most  distant  rural  areas  as  well  as  the  closest  inner  city 
neighborhoods.  On  average,  a  children's  hospital  devotes  more  than  70  percent  of  its  care 
to  children  with  chronic  or  congenital  conditions.  Freestanding  children's  hospitals  represent 
only  one  percent  of  all  hospitals,  but  they  care  for  25  percent  of  all  hospitalized  children  with 
chronic  or  congenital  conditions  and  the  majority  of  children  with  specific  specialized  care 
needs. 

Although  they  represent  only  one  percent  of  the  nation's  hospitals,  free-standing 
children's  hospitals  train  a  quarter  of  all  pediatricians.   Together  with  pediatric  departments 
of  major  university  medical  centers  they  train  the  majority  of  pediatricians  and  virtually  all 
pediatric  subspecialists  in  the  United  States.   Additionally,  more  than 

one  in  three  children's  hospitals  is  the  formal  sponsor  of  research  on  the  cause,  prevention, 
and  treatment  of  illness  in  children.   For  example,  it  was  a  children's  hospital  which  first 
identified  AIDS  in  children,  and  it  was  a  children's  hospital  that  first  cultured  the  polio  and 
measles  viruses. 

Pediatric  hospitals  and  medical  centers  have  a  unique  role  to  play  in  the  re-engineering 
of  our  pediatric  health  care  delivery  system. 

CHILDREN'S  HOSPITAL  OF  PITTSBURGH:  A  REGIONAL  AND  INTERNATIONAL  RESOURCE 

Children's  Hospital  of  Pittsburgh,  a  regional  pediatric  referral  center,  is  recognized 
nationally  as  a  leader  in  advanced  health  care  for  children.   For  over  100  years,  Children's 
has  been  committed  to  excellence  in  child  health  care  delivery. 

When  Children's  Hospital  opened  its  doors  on  June  5,  1890,  six  consulting  and 
attending  physicians  cared  for  patients  admitted  to  the  15-bed  health  care  facility.  Today, 
with  235  beds,  the  hospital-based  medical  staff  has  expanded  to  1  50  and  its  admitting  staff 
to  over  560.  The  hospital's  100-year-old  mission,  however,  has  never  changed.  Children's 
Hospital  of  Pittsburgh  maintains  its  commitment  to  quality  patient  care,  education  and 
research. 

Children's  Hospital  is  the  only  hospital  in  western  Pennsylvania  devoted  solely  to  the 
care  of  infants  and  children.  The  population  of  the  region  served  by  the  hospital  is 
approximately  5  million.  Each  year  the  hospital  admits  over  10,000  patients;  provides  same- 
day  surgery  to  over  6,000;  manages  over  50,000  emergency  visits  and  130,000  outpatient 
visits. 
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Over  the  past  100  years.  Children's  has  created  an  outstanding  record  of 
accomplishment  and  public  service.   Its  success  has  been  shaped  by  a  threefold  mission:  (1) 
to  provide  quality  medical  care;  (2)  to  educate  the  next  generation  of  care  providers;  and  (3) 
to  advance  scientific  knowledge  through  pediatric  research. 

The  hospital  is  especially  well-known  for  its  pioneering  work  in  transplantation,  middle 
ear  disease,  diabetes,  cancer  and  trauma.  Today,  Children's  Hospital  continues  to  be  a 
national  leader  in  designing  new  treatments  for  children  with  extremely  complex  diseases. 
The  hospital  serves  as  a  national  model  in  key  areas.  Children's  Hospital  of  Pittsburgh  is: 

•  one  of  the  nation's  leading  centers  for  research  on  juvenile  diabetes 
mellitus; 

•  the  home  of  the  only  pediatric  bone  marrow  transplantation  program  in 
Southwestern  Pennsylvania; 

•  the  nation's  largest  center  for  middle  ear  disease  research; 

•  the  only  accredited  Level  One  Pediatric  Regional  Resource  Trauma 
Program  in  western  Pennsylvania.   It  is  one  of  only  two  pediatric  trauma 
centers  in  Pennsylvania  and  only  15  in  the  nation. 

•  a  major  participant  in  the  national  Children's  Cancer  Study  Group; 

•  one  of  nine  hospitals  in  the  nation  with  a  General  Clinical  Research 
Center  exclusively  designed  to  address  pediatric  problems. 

Children's  is  home  to  the  world's  busiest  pediatric  transplant  center.  Children's  has 
been  more  successful  with  small  intestine  transplants  (alone  or  in  combination  with  liver) 
than  any  other  center  performing  such  transplants  in  the  world.  CHP  pioneered  much  of  the 
work  that  has  been  done  in  pediatric  transplantation,  and  other  hospitals  and  medical  centers 
across  the  nation  have  replicated  CHP's  model  in  recent  years.  The  hospital  is  also  a  pioneer 
in  short  stay  surgery  and  one  of  the  leading  cystic  fibrosis  centers  in  the  country. 

Children's  has  an  outstanding  program  in  research  which  has  made  landmark 
discoveries  resulting  in  cures  for  complex  childhood  diseases  such  as  polio.  Today, 
Children's  is  ranked  fifth  among  independent  pediatric  hospitals  in  the  country  for  the  level  of 
funding  received  in  National  Institute  of  Health  grants. 

CHP'S  VISION  FOR  THE  FUTURE:  A  REGIONAL  PEDIATRIC  NETWORK 

Children's  Hospital  of  Pittsburgh  proposes  to  develop  a  coordinated  model  of  care 
geared  to  the  creation  of  one  seamless  system  of  high  quality  pediatric  care  through  the 
consolidation  of  pediatric  activity  in  western  Pennsylvania. 

Changes  in  the  health  care  industry,  including  the  movement  of  treatment  from 
inpatient  to  outpatient  services,  will  result  in  a  58%  decrease  in  the  need  for  pediatric  beds 
in  southwestern  Pennsylvania  by  the  year  2000.  Pennsylvania's  state  health  services  plan 
estimates  that  by  the  year  1995,  the  Pittsburgh  region  will  have  150  more  pediatric  beds 
than  are  necessary.  These  changes  in  health  care  delivery  have  serious  implications  for  the 
specialized  health  care  needs  of  children. 

Recognizing  the  critical  need  to  adapt  the  delivery  of  health  care  to  the  specialized 
needs  of  the  community  it  serves.  Children's  Hospital  of  Pittsburgh  is  dedicated  to  serving  as 
a  regional  resource  and  a  central  coordinating  body  for  the  development  of  new  protocols 
and  standards  for  cost-effective,  state-of-the-art  pediatric  care  in  the  "hospitals  without 
walls"  of  the  21st  century.  Building  upon  CHP's  expertise  in  the  delivery  of  pediatric  care 
and  its  subspecialties,  CHP  will  form  dynamic  partnerships  with  targeted  community 
hospitals  throughout  the  27  county  area  comprising  Western  Pennsylvania. 
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Children's  Hospital  of  Pittsburgh  will  work  in  concert  with  its  community  partners  to 
create  a  collaborative  approach  to  the  delivery  of  pediatric  health  care,  and  to  identify 
alternative  models  of  cost-effective  care.  Pediatric  care  of  the  future  will  likely  be  provided 
in  the  following  ways: 

1.  Secondary  Care  to  be  delivered  in  partnering  facilities; 

2.  Pediatric  Surgery  to  be  delivered  in  freestanding  surgery  centers  and 
partnering  facilities; 

3.  Tertiary  and  Quaternary  care  will  continue  to  be  provided  at  CHP  where 
the  resources  and  expertise  are  available  to  support  this  level  of  care; 

4.  Pediatric  outpatient  services  to  be  delivered  at  regional  satellite  centers 
and  partnering  facilities. 

Children's  Hospital  will  serve  as  a  primary  resource  for  community  pediatricians  and 
hospitals  through  consultations,  management  of  inpatient  units,  training  programs, 
educational  services  which  will  share  the  specialized  expertise  of  CHP  professionals  with  the 
community  at  large.  Children's  will  devote  special  attention  to  the  need  for  its  resources  and 
expertise  in  rural  areas,  health  professional  shortage  areas,  and  areas  which  traditionally  have 
had  medically  under-served  populations. 

The  regions  targeted  to  compose  the  regional  pediatric  network  in  Phase  One  include: 

•  Beaver/Butler  Counties 

•  Armstrong/Indiana  Counties 

•  Westmoreland  County 

•  Washington/Fayette/Greene  Counties 

The  establishment  of  advanced  information  systems  at  CHP  will  particularly  allow  the 
hospital  to  respond  to  the  critical  needs  of  primary  care  practitioners  in  rural  areas  where 
isolation  and  distance  are  significant  obstacles  to  quality  care.    The  development  of  a 
telemedicine/telecommunications  network  will  facilitate  training  opportunities  for  primary  care 
physicians,  and  allow  frequent  physician/patient  consultations,  thereby  overcoming  the 
physical  isolation  of  rural  providers. 

A  centralized  medical  information  system  will  provide  more  cost-effective  and  efficient 
methods  of  patient  scheduling,  lab  reports,  etc.  Additionally,  existing  continual  medical 
education  and  community  education  programs  will  be  expanded  through  the  implementation 
of  advanced  telecommunications  capabilities  at  CHP.  An  After-Hours  Triage  Program  will  be 
based  at  CHP  for  the  purpose  of  providing  back-up  support  through  after-hour  management 
of  patients  for  community  pediatricians. 

Western  Pennsylvania,  along  with  other  parts  of  the  nation,  is  currently  undergoing  a 
revolution  in  its  health  care  delivery  system.  For  over  one  hundred  years.  Children's  Hospital 
of  Pittsburgh  has  pioneered  a  system  of  pediatric  care,  treatment  and  research  which  has 
uniquely  served  the  children  and  families  in  the  region. 

As  a  national  leader  in  advanced  health  care  for  children,  Children's  Hospital  of 
Pittsburgh  is  well  equipped  to  create  a  federal-state-local  partnership  to  support  the 
development  of  a  model  regional  pediatric  network.  CHP  professionals  are  prepared  to  serve 
as  a  primary  resource  and  "magnet"  in  pediatric  care  by  sharing  their  collective  expertise  in 
pediatric  specialties  and  subspecialties  with  other  facilities  throughout  western  Pennsylvania 
who  require  CHP's  consultation,  training  programs  and  educational  services. 

Children's  Hospital  of  Pittsburgh  is  calling  upon  the  federal  government,  which  has  a 
vested  interest  in  promoting  cost-effective  alternatives  to  delivering  quality  pediatric  care,  to 
invest  in  this  vital  initiative.  In  requesting  a  federal  partnership  for  this  demonstration 
project.  Children's  Hospital  of  Pittsburgh  is  prepared  to  dedicate  significant  institutional 
resources  of  our  own.  I  am  aware  that  your  Subcommittee  in  the  past  has  been  supportive 
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of  children's  health  care  needs  and  therefore  request  that  you  include  $3.12  million  in  the  FY 
1996  Labor,  HHS  Appropriations  bill  to  help  Children's  Hospital  of  Pittsburgh  demonstrate  a 
coordinated  model  of  regional  pediatric  care.  Our  regional  pediatric  network  will  be  a  federal- 
state-local  partnership  to  address  the  specialized  health  care  needs  of  children  and  adapt  to  a 
rapidly  changing  health  care  environment  which  requires  greater  efficiency  and  collaboration 
among  regional  providers. 

Thank  you,  Mr.  Chairman,  for  the  opportunity  to  submit  this  testimony  on  behalf  of 
Children's  Hospital  of  Pittsburgh  and  for  considering  our  request  for  direct  federal  support  of 
our  regional  pediatric  network  which  can  serve  as  a  national  model  for  the  enhanced  delivery 
of  pediatric  care. 


STATEMENT  OF  CARL  TUVIN,  DIRECTOR,  PUBLIC  AFFAIRS,  ON  BEHALF 
OF  THE  CHRONIC  LYME  RESEARCH 

The  last  few  decades  have  seen  a  significant  increase  in  the  rate  of  emergence  of 
new  infectious  diseases.  This  accelerated  pace  is  the  product  of  several  factors.  Among 
these  are:  biological  changes  in  microorganisms  harmful  to  humans,  which  can 
spontaneously  produce  mutant  microbial  strains  of  high  pathogenicity;  the  changing 
relationship  between  humans  and  their  natural  environment,  bringing  humans  into  contact 
with  microorganisms  or  vectors  that  have  not  been  encountered  before:  and  the  growing 
impact  of  technology  on  human-microbial  interactions.  In  addition,  certain  older  diseases 
that  have  been  recognized  for  decades  or  centuries,  such  as  tuberculosis,  syphilis  and 
measles,  have  recently  undergone  dramatic  increases  in  prevalence.  There  are  multiple 
causes  for  this  phenomenon  as  well,  including  evolution  of  drug  resistant  strains  of 
microorganisms,  changes  in  human  social  behavior  and  inadequate  immunization  efforts  in 
diseases  for  which  vaccines  already  exist. 

Some  of  these  emerging  and  reemerging  disease  are  vector-bome;  that  is,  they  are 
transmitted  to  humans  by  other  animal  species,  such  as  insects  or  ticks.  In  the  United 
States,  the  most  prevalent  vector-bome  disease  by  far  is  Lyme  disease.  In  1994,  the 
number  of  Lyme  disease  cases  tracked  by  the  Centers  for  Disease  Control  and  Prevention 
increased  by  35%  over  the  figure  for  the  previous  year,  which  itself  was  ten  times  the  total 
for  a  decade  earlier.  Moreover,  some  Lyme  disease  experts  believe  that  the  true  number  of 
cases  may  be  as  much  as  five  to  seven  times  higher,  because  CDC  studies  have  shown  that 
the  disease  is  chronically  underreported  in  endemic  areas. 

Lyme  disease  has  an  economic  and  social  impact  that  exceeds  that  of  many,  more- 
widespread  infectious  diseases.  This  is  due  to  the  persistent  nature  of  the  spirochete 
bacterium,  the  cost  of  treatment  if  the  disease  becomes  chronic,  and  the  numerous 
manifestations  of  the  disease.  Lyme  disease  can  drive  a  person  out  of  an  active,  successful 
career,  or  obliterate  the  stability  of  a  family.  To  quote  the  discoverer  of  the  Lyme 
bacterium,  "The  past  ten  years  have  shown  a  considerable  broadening  of  the  clinical 
spectrum  of  Lyme  borreliosis,  making  it  one  of  the  most  complex  bacterial  diseases  ever 
known"  1 1 1. 

Lyme  disease  was  first  extensively  investigated  and  described  in  the  United  States 
in  the  mid  I970's  by  researchers  at  Yale  University.  At  that  time,  the  disease  was 
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recognized  as  a  persistent,  recurring  disorder  that  could  cause  a  wide  range  of  neurologic, 
rheumatologic,  cardiac  and  other  complications.  Among  the  clinical  manifestations  that 
have  been  linked  definitively  to  Lyme  disease  are  arthritis,  degenerative  joint  disease, 
meningitis,  facial  palsy,  cognitive  disorders  (word  finding  difficulty,  memory  and  attention 
deficits.  Alzheimer's-like  encephalopathies),  psychiatric  syndromes  (major  depression, 
panic  disorder,  hallucinations,  psychotic  states)  multiple  sclerosis-like  nervous  system 
lesions,  motor  neuron  disease,  blindness,  uveitis,  seizure  disorders,  heart  conduction 
abnormalities,  adverse  fetal  outcomes  in  pregnant  women,  and  many  others. 

Even  before  the  discovery  in  1981  of  Borre I ia burgdorferi,  the  spirochetal 
bacterium  that  causes  Lyme  disease,  the  use  of  antibiotics  to  treat  the  disorder  had  become 
commonplace.  While  treatment  at  the  very  earliest  stages  of  Lyme  disease  usually  has  a 
favorable  outcome,  patient  responsiveness  to  treatment  falls  off  dramatically  as  the  period 
between  infection  and  initiation  of  treatment  increases.  Recently  published  studies  suggest 
that  the  chances  for  a  complete  recovery  from  Lyme  disease  are  significantly  lower  if 
treatment  is  not  initiated  within  four  weeks  of  the  onset  of  symptoms  |2|.  Unfortunately, 
problems  in  diagnosis,  along  with  inadequate  physician  and  patient  education  efforts,  often 
delay  the  diagnosis  of  Lyme  disease.  As  a  result,  chronic  Lyme  disease  has  become  an 
increasingly  pressing  problem  over  the  past  two  decades,  causing  considerable  disability, 
suffering  and  loss  of  productivity  at  all  levels  of  the  economy.  Its  effects  have  even  driven 
two  U.S.  Representatives  from  office. 

Patients  with  chronic  Lyme  disease  face  significant  obstacles  throughout  the  course 
of  their  disease.  Intense  disagreement  exists  in  medical  circles  about  the  proper  way  to  both 
diagnose  and  treat  Lyme  disease,  leaving  patients  in  a  quandary  and  in  some  cases 
compromising  their  care.  The  sorry  state  of  antibody  testing  for  Lyme  disease  continues  to 
be  a  problem  |3 1.  In  addition,  most  of  the  treatment  recommendations  for  various  stages  of 
Lyme  disease  were  designed  when  little  was  known  about  the  biology  or  ecology  of  the 
causative  spirochete.  More  recent  studies  from  Europe  indicate  that  longer  treatment 
regimens  are  probably  required  for  disseminated  Lyme  disease  |4J.  However,  the  many 
difficulties  confronting  researchers  and  clinicians  in  the  area  of  diagnosis,  including  the 
poor  state  of  diagnostic  testing  and  bacterial  detection,  make  it  difficult  to  design  treatment 
studies  (i.e.,  to  define  appropriate  treatment  endpoints  and  assess  treatment  results)  that  can 
be  extrapolated  confidently  to  the  Lyme  disease  population  as  a  whole. 

Over  the  past  decade,  the  National  Institutes  of  Health  have  made  important 
advances  in  understanding  the  biology  of  the  causative  bacterium,  the  human  immune 
response  to  it  and  the  pathogenesis  of  some  of  the  clinical  manifestations.  However,  gaping 
holes  remain  in  our  knowledge.  The  methods  by  which  this  organism  escapes  the  human 
immune  response  and  the  onslaught  of  antibiotic  therapy  remain  elusive.  In  addition,  direct 
tests  that  detect  the  nucleic  acids  or  protein  components  of  the  spirochete  are  not  yet  widely 
available,  making  it  difficult  to  assess  the  percentage  of  patients  in  whom  the  bacterium 
survives  after  treatment.  The  pathogenesis  of  chronic  Lyme  disease  is  a  research  issue 
which  has  been  sorely  neglected  until  recent  years  and  which  requires  a  committed  and 
sustained  effort. 


In  the  past  year.  NIAID  has  convened  two  meetings  on  the  subject  of  chronic  Lyme 
disease  in  order  to  identify  and  target  specific  research  topics  for  intensive  study.  The 
desirability  of  a  treatment  trial  for  chronic  Lyme  disease  was  agreed  upon  by  all 
participants.  We  respectfully  urge  Congress  to  provide  sufficient  monies  to  NIAID  to 
support  both  a  treatment  trial  and  the  investigation  of  a  wide  range  of  research  topics  that 
are  necessary  to  explore  the  pathogenesis  of  chronic  Lyme  disease,  as  well  as  the 
development  of  alternative  treatment  modalities  to  combat  it.  It  is  crucial  that  NIAID  be 
allowed  to  follow  through  on  these  efforts  and  we  hope  the  Appropriations  Committee  will 
encourage  NIAID  to  devote  a  significant  share  of  their  Lyme  disease  resources  to  issues 
that  are  relevant  to  the  problem  of  chronic  Lyme  disease.  Topics  for  study  would  include 
(but  not  be  limited  to): 

•  The  continued  development  and  wider  availability  of  accurate  tests  for  use  in  Lyme 
disease,  including  polymerase  chain  reaction,  antigen  detection,  immune  complex 
dissociation,  histological  methods,  and  other  novel  means  to  assess  a  patient's 
exposure  to,  or  ongoing  infection  with,  B.  burgdorferi. 

•  The  pathogenesis  of  chronic  Lyme  disease.  This  would  involve  intensive  study  of 
borrelia-host  interactions,  including  methods  of  persistence,  the  immune  response  in 
the  human  host  (including  the  role  of  various  cytokines),  and  the  role  of  borrelial  blebs 
in  the  etiology  of  chronic  disease. 

•  The  intensive  examination  of  human  and  animal  model  tissues,  which  is  crucial  to  a 
better  understanding  of  the  local  inflammatory  response  (or  lack  of  one)  and  the  role  it 
might  play  in  the  symptomatology  of  Lyme  disease.  The  recent  dearth  of  pathologists  in 
the  field  of  Lyme  disease  (and  spirochetal  disease  in  general)  has  significantly 
compromised  our  understanding  of  the  ecology  of  spirochete-human  interaction. 

•  The  role  of  immunogenetic  factors  in  chronic  Lyme  disease. 

•  The  mechanisms  (direct  CNS/brain  invasion  of  spirochete  vs.  toxic  metabolic  "fallout") 
by  which  neuropsychiatric  symptoms  are  produced  in  patients. 

Finally,  it  is  important  to  note  that  the  challenging  and  complex  nature  of  the  Lyme 
disease  puzzle  makes  it  likely  that  Lyme  disease  studies  will  have  a  direct  impact  on  other 
public  health  problems.  Pathogenesis  studies  will  shed  light  on  the  nature  of  another 
persistent  spirochetal  illness,  syphilis.  Also,  treatment  studies  for  Lyme  disease  will 
uncover  new  ways  to  attack  other  persistent  infections,  such  as  chlamydia,  multi-drug 
resistant  tuberculosis,  and  miscellaneous  mycoplasmas.  Many  of  these  infections,  like 
Lyme  disease,  involve  the  intracellular  localization  of  the  infectious  agent.  Finally,  studies 
of  the  complex  immune  response  to  this  bacterium  will  benefit  victims  of  many  diseases. 
Lyme  disease  is  of  great  interest  to  immunologists  because  it  provokes  a  massive  immune 
response  at  many  stages  of  the  illness,  yet  seems  to  evade  this  immune  response  and  fails 
to  confer  future  immunity. 

We  believe  that  NIAID,  with  the  proper  funding,  will  continue  to  be  responsive  to 
these  critical  needs.  We  are  fortunate  that  the  leadership  of  the  Division  of  Microbiology 
and  Infectious  Diseases  at  NIAID  has  exercised  leadership  in  addressing  critical  Lyme 
disease  research  issues.  They  have  also  dealt  with  the  concerns  of  patient  groups  with  a 


20 


commendable  degree  of  openness  and  compassion.  We  are  further  encouraged  that  the 
Director  of  NIAID  has  appointed  a  senior  intramural  researcher  to  assist  in  the  development 
of  clinical  trial  protocols.  Proper  funding  of  this  intramural  effort  could  cut  years  off  the 
time  it  will  take  to  deliver  viable  treatment  protocols  to  those  who  have  suffered  the  longest 
from  Lyme  disease. 
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STATEMENT  OF  MARCIA  S.  MABEE,  EXECUTIVE  DIRECTOR,  THE 
COALITION  FOR  AMERICAN  TRAUMA  CARE 

The  Coalition  for  American  Trauma  Care  is  pleased  to  provide  testimony  to  the 
Senate  Subcommittee  on  Labor-HHS-Education  Appropriations  in  support  of  the 
trauma  care  systems  planning  and  development  program,  Title  XII  of  the  U.S.  Public 
Health  Service  Act.  The  Coalition  membership  includes  many  of  the  nation's  leading 
trauma  professionals,  leading  trauma  center  institutions,  and  national  health  and 
professional  organizations  with  an  interest  in  trauma  care  services  and  injury  prevention. 

Rationale  for  the  establishment  of  the  trauma  car?  systems  program  at  HR$A; 
Organized,  regional  systems  of  trauma  care  save  lives,  prevent  disability, 
and  could  save  billions  in  direct  and  indirect  health  care  costs  if  instituted 
nationwide. 

At  this  historic  juncture  in  the  history  of  the  Congress,  and  with  so  many  new  Members 
of  the  House  Subcommittee  on  Labor-HHS-Education  Appropriations,  it  would  seem 
appropriate  to  briefly  review  why  the  federal  trauma  systems  program  was  established 
in  1990  and  was  re-authorized  by  Congress  for  another  three  years  in  1993. 

Injury  is  the  leading  cause  of  death  and  disability  for  Americans  from  birth  through  age 
44,  causing  150,000  deaths  and  over  300,000  permanent  disabilities  each  year.  Because  it 
most  often  strikes  the  young,  injury  is  the  leading  cause  of  years  of  lost  work 
productivity.  For  the  same  reason,  trauma  is  also  the  nation's  most  costly  disease, 
estimated  in  1988  to  result  in  $180  billion  in  lifetime  costs,  more  than  either  heart  disease 
or  cancer.  When  it  does  strike  the  elderly,  those  over  age  65,  are  more  likely  to  die,  have 
more  complications  and  longer  hospital  stays  than  those  under  age  65  regardless  of  the 
severity  of  the  injury. 

Americans  living  in  rural  areas  are  also  disproportionately  affected.  They  are  more  often 
engaged  in  occupations  such  as  farming,  mining,  fishing  and  timbering  that  have  the 
highest  risk  of  injury;  and  they  are  twice  as  likely  to  die  from  an  unintentional  injury  than 
those  living  in  urban  areas.  Those  living  in  urban  areas,  are  increasingly  more  at  risk  for 
intentional  injury,  especially  from  handguns. 

Organized,  regional  systems  of  trauma  care,  by  providing  quick  access  —  within  the 
"golden  hour"  -  to  definitive  care,  are  designed  to  prevent  early  death  from  injury. 
Trauma  systems  consist  of  six  components:  l)/>ret;e»if/on--development  and 
implementation  of  short  and  long-term  strategies  to  identify  root  causes  of  behavioral 
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and  societal  factors  that  result  in  unintentional  and  intentional  injury;  2)  access  -911 
availability  and  public  awareness  to  act  quickly  to  access  emergency  services;  3) pre- 
hospital c«re--ambulances,  fixed-wing  and  rotor-wing  aircraft  accompanied  by  trained 
personnel  who  can  provide  initial  resuscitation;  4)  triage,  transport,  and  transfer 
decision-making- pre  hospital  and  hospital  based  emergency  care  personnel  match 
patient  needs  with  the  appropriate  level  of  facility  care;  5)  acute  hospital  care  - 
specialized  trauma  care  facilities  with  experienced  surgeons,  other  health  care  personnel 
and  priority  access  to  sophisticated  technology  and  services  all  available  24  hours  per 
day;  6)  rehabilitation  -access  to  rehabilitation  services  which  are  essential  to  restore 
injured  individuals  to  productive  lives.  Access  to  rehabilitation  services  are  especially 
important  for  head-injured  individuals  who  constitute  the  largest  single  group  of  trauma 
patients. 

Numerous  studies  have  demonstrated  that  organized,  regional  systems  of  trauma  care 
result  in  dramatic  improvements  in  patient  outcomes.  Even  in  the  first  year  of 
implementation,  preventable  death  rates  drop  50-60  percent  and  fall  to  under  5  percent 
in  years  thereafter.  Up  to  80-85  percent  of  even  the  most  severely  injured  children  and 
adults  fully  recover.  Most  of  the  remaining  15-20  percent  attain  partial  recovery  and  live 
independently.  These  outcomes  are  achieved  while  also  significantly  reducing 
duplication  of  costly  medical  services,  since  severely  injured  individuals  are 
transported  and  transferred  only  to  hospitals  designated  by  the  state  that  meet  strict 
standards  of  trauma  care  based  on  sound  clinical  practice. 

One  recent  study  of  worker's  compensation  claims  for  nonfatal  disabling  injuries  found 
that  states  with  organized  regional  systems  of  trauma  care  had,  overall,  10-12  percent 
lower  costs  per  hospitalized  episode,  and  a  10  percent  decreased  probability  of 
hospitalization.  These  results  indicate  extending  trauma  systems  nationwide 
could  lower  annual  direct  health  care  costs  by  as  much  $4  billion  and  by  as 
much  as  $13-5  billion  if  preventable  death  and  productivity  loss  were 
accounted  for.  This  study  will  be  published  in  the  February,  1995  edition  of 
the  Archives  of  Surgery. 

In  fact,  accumulating  evidence  identifies  organized  regional  systems  of  trauma  care  as  one 
of  the  few  areas  of  clinical  intervention  recognized  as  having  outcome  data  establishing 
cost-effectiveness  for  patients  both  short  and  long  term. 

Despite  their  proven  cost-effectiveness,  organized,  regional  systems  of 
trauma  care  have  failed  to  develop  in  many  areas  of  the  nation. 

In  1986,  GAO  was  asked  to  assess  how  effectively  states  were  managing  assumption  of 
emergency  medical  and  trauma  care  activities  under  the  Preventive  Health  and  Health 
Services  Block  Grant  established  in  1981.  In  its  report  entitled,  Health  Care:  States 
Assume  Leadership  Role  in  Providing  Emergency  Medical  Services,  GAO  found  that, 
"Although  taking  severely  injured  patients  to  specialized  trauma  centers  increase  survival 
chances,  10  of  the  18  areas  GAO  visited  do  not  have  fully  developed  trauma  systems  to 
assure  that  critically  injured  patients  are  taken  to  these  centers.  The  designation  of  a 
hospital  as  a  trauma  center  may  threaten  other  hospitals  in  the  area  with  potential  loss  of 
patients  and  prestige.  Due  partly  to  these  concerns  within  the  medical  community, 
states  have  done  little  to  encourage  the  designation  of  trauma  centers."1 

Federal  leadership  has  been  needed  to  help  states  assume  a  stronger  role  in  trauma 
system  development.  In  addition,  regional  systems  must  be  recognized  across  state  lines 
since  many  metropolitan  areas  cover  two  or  more  states.  Individual  states  need 
assistance  coordinating  regional  systems  with  other  states  if  the  cost-effectiveness  of 
regional  systems  is  to  be  achieved. 

The  1990  enactment  of  the  Trauma  Systems  Act  and  its  re-authorization  in  1993  and 
funding  of  three  grant  cycles  to  date  has  directly  helped  40  states  move  toward  fully 


1  United  States  General  Accounting  Office:  Health  Care:  States  Assume  Leadership  Role  in  Providing 
Emergency  medical  Services.  Washington,  D.C.  GAO/HRD-86-132,  September  1986. 
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developed  organized,  regional  systems  of  trauma  care.  Of  the  27  states  that  have 
received  grants  for  either  two  or  the  maximum  allowable  three  years,  a  majority  of  them 
were  among  the  least  developed  states  in  trauma  system  development  before 
participation  in  the  federal  program  and  are  now  well  on  their  way  toward  full 
implementation.  Examples  are  Alaska,  Arkansas,  Connecticut,  Delaware,  Iowa, 
Massachusetts,  Michigan,  Montana,  New  Hampshire,  North  Dakota,  Oklahoma,  Rhode 
Island,  Texas,  Vermont,  and  Wyoming. 

Other  states  have  partially  developed  trauma  systems  and  are  using  their  federal  grant 
monies  to  extend  system  development  to  non-covered  populations,  particularly  those 
living  in  niral  areas.  Examples  of  these  states  are  Colorado,  Minnesota,  North  Carolina, 
Oregon,  South  Carolina,  Utah,  and  Washington. 

Still  other  states  are  more  fully  developed  but  need  to  strengthen  standards  and 
designation  structures  and/or  add  or  extend  key  features  such  as  trauma  registry  capacity 
for  patient  outcome  and  system  monitoring.  Examples  of  these  states  include  Florida, 
Illinois,  Maryland,  Missouri,  New  Jersey,  New  Mexico,  New  York,  Virginia  and  West 
Virginia. 

The  trauma  systems  program  has  also  given  out  a  total  of  $1.5  million  over  three  years  to 
improve  basic  EMS  services  in  rural  areas  and  $375,000  in  grants  to  increase  the 
availability  of  911  emergency  access.  Over  50  percent  of  the  country  does  not  have 
access  to  911  which  the  1986  GAO  report  also  identified  as  an  appropriate  area  for 
federal  intervention  and  assistance. 

Funding  of  the  Trauma  Systems  Act  has  been  extremely  modest,  but  even  modest 
amounts  provided  for  planning  efforts  can  achieve  significant  results  for  one  of  the 
nation's  most  costly  diseases. 

The  Coalition  for  American  Trauma  Care's  FY  '96  recommendation  for 
Title  XII  of  the  U.S.  Public  Health  Service  (P.L.  101-S90^ 

Although  originally  authorized  at  $60  million  to  provide  a  formula  grant  program  to  the 
states,  the  trauma  systems  program,  administered  by  the  Division  of  Trauma  and 
Emergency  Medical  Systems  at  URSA,  has  received  less  than  $5  million  since  enactment 
in  1990.  This  level  of  funding  has  resulted  in  the  program  being  administered  as  a 
competitive  grant  program  with  an  emphasis  on  awarding  grants  to  those  states  in 
greatest  need  that  also  submit  applications  demonstrating  the  greatest  ability  to 
effectively  implement  trauma  system  planning  and  development. 

The  program  was  re-authorized  for  another  three  years  under  Title  VI  of  P.L.  103-183  and 
Congress  has  authorized  "such  sums  as  may  be  necessary  for  FY  '96."  Only  three  grant 
cycles  have  been  completed  since  the  program  was  first  appropriated  in  FY  1992.  Only 
ten  states  have  received  the  maximum  allowable  number  of  grants.  At  least  another  15- 
20  states  are  in  need  of  additional  support  to  complete  trauma  system  planning  and 
development. 

The  Coalition  for  American  Trauma  Care,  in  recognition  of  the  very  severe 
budget  constraints  facing  tbe  Congress  and  the  nation,  urges  funding  of  the 
trauma  systems  program  in  FY  1996  at  last  year's  level,  or  $4,793  million. 
This  is  a  very  small  amount  of  money  that  can  produce  very  large  cost- 
savings  in  direct  and  indirect  health  care  and  social  welfare  costs. 

Trauma  Care  and  Health  Care  Reform 

Clinical  leadership  in  trauma  system  development  has  led  the  nation  in  the  commitment 
to  the  development  of  primary  and  secondary  injury  prevention  strategies,  utilization  of 
patient  outcome  data  to  improve  service  delivery  to  injured  individuals,  and 
implementation  of  practice  guidelines  to  improve  and  maintain  clinical  skills.  Most 
important  of  all,  trauma  systems  are  regional  systems  of  care  which  make  the  most  cost- 
effective  use  of  expensive  health  care  resources.  These  elements  constitute  a  paradigm 
for  the  overall  health  system  for  increasing  cost-effectiveness  without  compromising 
quality  of  care. 
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Because  of  its  inherent  features,  trauma  is  not  a  partisan  issue  and  has  enjoyed  broad 
support.  During  last  year's  health  care  reform  debate,  trauma  was  specifically 
recognized  in  the  final  major  House  bills  sponsored  by  the  leadership  of  both  parties 
and,  most  importantly,  in  the  bi-partisan  health  care  reform  bill.  The  commitment  to 
trauma  system  development  must  continue  as  the  Congress  and  the  nation  decide  the 
best  approach  to  reforming  our  health  care  system. 

The  Coalition  for  American  Trauma  Care  appreciates  the  opportunity  to  provide  its  the 
funding  recommendations  for  the  trauma  systems  program  established  under  Title  XII 
of  the  U.S.  Public  Health  Service  to  the  Subcommittee.  The  Coalition  membership  looks 
forward  to  working  with  the  Subcommittee  in  the  effort  to  ensure  universal  access  to 
cost-effective  trauma  care  services. 


STATEMENT  OF  MARCIA  S.  MABEE,  EXECUTIVE  DIRECTOR,  COALITION 
FOR  HEALTH  FUNDING 

The  Coalition  for  Health  Funding  is  pleased  to  provide  the  Subcommittee  with  a 
statement  recommending  FY  1996  funding  levels  for  the  agencies  and  programs  of  the 
Public  Health  Service.  The  Coalition  is  a  twenty-four  year  old  alliance  of  40  national  health 
associations  with  a  combined  membership  of  40  million  health  care  professionals, 
researchers,  lay  volunteers,  and  consumers.  The  Coalition  is  dedicated  to  working  with 
Congress  on  behalf  of  federal  health  discretionary  programs,  primarily  the  agencies  and 
programs  within  the  Public  Health  Service.  We  sincerely  appreciate  the  strong  and 
continued  support  this  Subcommittee  has  given  to  health  discretionary  programs,  and 
we  look  forward  to  working  with  you  in  addressing  the  challenges  of  the  coming  fiscal 
year. 

The  Coalition  for  Health  Funding  believes  the  relatively  small  proportion  of  federal 
funding  now  spent  on  our  nation's  Public  Health  Service  is  an  important  investment  in 
the  future  and  ultimately  save  billions  of  dollars.  Overall,  the  federal  government  will  pay 
nearly  $270  billion  in  Medicare  and  Medicaid  in  Fiscal  Year  (FY)  1995.  Compare  that 
amount  with  the  $22  billion  that  will  be  spent  on  public  health  service  programs  during 
the  same  year;  it  represents  only  eight  percent  of  federal  Medicare  and  Medicaid 
expenditures.  As  a  proportion  of  overall  health  expenditures,  public  health  activities 
account  for  less  than  one  percent  of  the  aggregate  amount  spent  on  health  care  in  the 
United  States. 

Public  health  expenditures  are  among  the  most  cost-effective  uses  of  taxpayer  dollars. 
Millions  of  dollars  in  medical  care  costs  and  productivity  losses  are  saved  by  ongoing 
monitoring  of  infectious  disease  and  toxic  agents  and  rapid  response  in  community 
emergencies.  Public  health  prevention  programs  are  on  the  front  line,  identifying 
environmental  and  behavioral  factors  that  are  associated  with  conditions  such  as  lung 
cancer  or  heart  disease,  and  developing  strategies  to  protect  communities  from  risk. 
Public  health  also  targets  hard-to-reach  populations  with  clinical  services.  Current  levels 
of  immunization  prevent  millions  of  cases  of  measles,  mumps,  and  other  diseases  that 
would  otherwise  would  cost  $1.4  billion  a  year  in  medical  care.  The  public  health  service 
ensures  that  this  cost-saving  protection  is  extended  to  our  nation's  poorest  children.  For 
every  dollar  spent  on  public  health  programs  offering  pre-natal  services  to  low-income, 
uneducated  pregnant  women,  three  dollars  are  saved  in  direct  medical  care  costs  during 
an  infant's  first  year  of  life.  Other  public  health  programs  are  effectively  reaching  the 
increased  numbers  of  individuals  with  TB,  and  through  the  application  of  what  is  known 
as  "Directly  Observed  Treatment"  they  are  reducing  the  number  of  drug  resistant  strains 
of  the  disease. 

Finally,  our  nation's  public  health  service  also  represents  our  most  important  investment 
in  the  future  through  support  of  biomedical  and  behavioral  research  at  the  National 
Institutes  of  Health.  The  United  States'  leadership  in  developing  cost-effective  treatment 
and  prevention  strategies  is  the  direct  result  of  a  long-standing  investment  in  basic  and 
clinical  research. 
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Each  year  the  Coalition  for  Health  Funding  works  with  other  national  health  alliances  to 
determine  an  appropriate  level  of  federal  support  for  health  discretionary  programs. 
For  FY  96  the  Coalition  is  recommending  $22,879  billion  be  provided  to  address  the 
nation's  needs  in  the  areas  of  biomedical  and  behavioral  research;  health  services  and 
health  professions  training;  substance  abuse  treatment  and  prevention;  health 
promotion  and  prevention  initiatives;  and  AIDS  prevention  and  treatment.  This  amount 
excludes  a  recommendation  for  the  Indian  Health  Service  which  the  Coalition  hopes  to 
incorporate  in  our  overall  recommendation  in  the  coming  weeks. 

The  Coalition's  recommendation  is  a  significant  increase  above  the  amount  appropriated 
for  FY  95.  We  appreciate  that  the  budget  constraints  facing  the  Subcommittee  in  FY96 
are  severe.  But  we  even  more  acutely  aware  that  reducing  the  funding  for  our  nation's 
public  health  service  will  result  in  substantially  increased  costs  to  the  taxpayer,  not  less. 
There  are  many  examples  of  this,  but  perhaps  some  of  the  clearest  are  those  involving 
infectious  diseases.  As  funding  for  public  health  service  activities  has  declined  over  the 
past  decade  we  have  seen  a  corresponding  increase  in  once-eradicated  diseases  such  as 
TB  and  measles.  Other  new  strains,  or  newly  identified  strains,  of  disease  are  occurring 
which  have  the  potential  to  become  significant  health  and  cost  risks  to  large  numbers  of 
Americans.  We  simply  cannot  afford  to  have  a  weakened  public  health  service  system. 

The  following  is  a  partial  list  of  the  Coalition's  findings  and  recommendations: 

National  Institutes  of  Health  (NIH) 

FY  1994  comp.  FY  1995  app.  CHF  FY  1990  rgc, 

$10,937  billion  $11,334  billion  $12,725  billion 

The  Coalition  for  Health  Funding  recommends  a  FY  96  funding  level  of  $12,725  billion  for 
NIH.  This  would  support  approximately  7,900  new  and  competing  renewal  research 
project  grants.  NIH  would  be  able  to  support  30  percent  of  the  grant  applications  it 
receives.  The  investigator-initiated  research  supported  by  these  grants  is  the  foundation 
of  the  nation's  biomedical  and  behavioral  research  efforts.  The  Coalition's  FY  96 
recommendation  also  would  support  increased  clinical  research  activities,  both  through 
specialized  and  competitive  centers  and  through  the  General  Clinical  Research  Center 
(GCRC)  program.  The  GCRC  program  supports  essential  clinical  research  centers  at 
university-based  hospitals  throughout  the  country.  The  centers  offer  centralized  and 
highly  specialized  resources  for  research  aimed  at  understanding  disease  processes  and 
discovering  better  therapies  and  cures  for  a  host  of  conditions,  including  cancer,  heart 
disease,  hypertension,  diabetes,  AIDS,  Alzheimer's  disease,  osteoporosis,  and  cystic 
fibrosis. 

The  Coalition's  recommendation  would  provide  needed  increases  in  other  NIH  research 
programs,  including  a  doubling  of  the  Shared  Instrument  Grant  Program  from  its  current 
level  of  $9  million.  This  program  was  cut  nearly  75  percent  in  just  two  years,  from  $32.8 
million  in  FY91  to  $8.8  million  in  FY  93.  The  program  helps  scientists  meet  critical 
instrumentation  needs  by  providing  groups  of  investigators  with  cost-effective, 
technologically  sophisticated  equipment  that  would  be  prohibitively  expensive  to 
support  on  a  single  grant  application.  Finally,  the  Coalition's  recommendation  would 
allow  NIH  to  maintain  support  for  approximately  14,400  individuals  in  the  National 
Research  Service  Award  (NRSA)  program,  while  increasing  the  stipend  level  for  these 
young  researchers.  The  additional  funds  will  enable  this  program  to  continue  to  attract 
the  brightest  students  into  careers  in  biomedical  and  behavioral  research. 

Centers  for  Disease  Control  and  Prevention  (CDC) 

FY  1994  comp,  FY  1995  app.  CHF  FY  1996  rec. 

$2,051  billion  $2,089  billion  $2,500  billion 

The  Coalition  for  Health  Funding  recommends  an  overall  funding  level  of  $2.5  billion  for 
the  CDC  in  FY  96.  This  is  19.6  percent  more  than  FY  95,  reflecting  the  need  to  make 
prevention  efforts  even  more  of  a  priority  when  fiscal  times  are  tight.  The  Coalition's 
recommendation  for  the  CDC  would  permit  the  National  STD-Related  Infertility 
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Prevention  Program  to  be  extended  from  the  current  19  states  to  the  rest  of  the  nation. 
This  program  provides  chlamydia  screening  and  treatment  to  women  attending  family 
planning  and  STD  clinics,  plus  their  partners,  in  four  U.S.  Public  Health  Service  regions. 
The  Coalition's  recommendation  also  would  permit  the  Breast  and  Cervical  Cancer 
Program  to  be  extended  to  every  state.  This  program  supports  state  health  departments 
in  building  a  national  infrastructure  to  provide  education,  screening,  follow-up  and  test 
quality  assurance  for  breast  and  cervical  cancer.  During  FY  95,  the  program  will  be 
funded  in  only  33  states,  leaving  17  states  and  two  million  uninsured  women  without 
access  to  these  life-saving  services.  Early  detection  and  follow-up  could  prevent  virtually 
all  cervical  cancer  deaths  and  more  than  30  percent  of  breast  cancer  deaths.  Delayed 
detection  also  increases  health  care  costs:  from  as  low  as  $13,800  for  cases  detected  early 
to  as  much  as  $84,000  for  advanced  cases. 

The  Coalition's  FY  96  recommendation  for  CDC  would  assist  in  extending  the  Diabetes 
Translation  Program  to  every  state.  During  1994,  this  program  provided  resources  to  36 
states  for  state-based  diabetes  control  efforts.  These  services  have  been  effective  in 
reducing  diabetes  complications.  Diabetes  is  the  seventh  leading  cause  of  death  in  the 
U.S.  It  is  estimated  that  at  least  half  of  the  13,300  new  cases  of  diabetes  related  end-stage 
renal  disease  could  be  prevented,  saving  approximately  $240  million  annually.  Every 
state  needs  the  cost-effective  services  of  the  Diabetes  Translation  Program.  The 
Coalition  for  Health  Funding's  recommendation  for  CDC  would  also  support  increased 
funding  for  the  TB  Elimination  Program.  Additional  resources  would  allow  the  agency  to 
make  progress  toward  the  important  goal  of  increasing  to  90  percent  the  number  of 
new,  active  TB  patients  started  on  directly  observed  therapy  (DOT),  a  proven  effective 
measure.  Additional  resources  would  also  permit  expansion  of  the  evaluation  of  the 
effectiveness  of  TB  occupational  prevention  strategies;  increase  the  number  of  state  and 
large  metropolitan  laboratories  that  identify  mycobacterium  tuberculosis  in  clinical 
specimens  and  report  results  to  health  care  providers  within  four  days;  and  increase 
targeted  screening  and  preventive  treatment  programs  among  populations  at  high  risk 
for  TB.  Finally,  the  Coalition's  FY96  recommendation  would  permit  increased  funding 
for  HIV/AIDS  prevention.  AIDS  is  now  the  leading  cause  of  death  for  men  and  the 
fourth  leading  cause  of  death  for  women  between  the  ages  of  25  and  44.  It  would  also 
permit  increased  funding  of  many  other  important  CDC  programs,  including  injury 
prevention  and  control,  chronic  and  environmental  disease  prevention,  childhood 
immunization,  and  others. 

Health  Resources  and  Services  Administration  (HRSA) 

FY  1994  comp.  FY  1995  app.  CHF  FY  1996  rec. 

$3,160  billion  $3,262  billion  $3,863  billion 

The  Coalition  for  Health  Funding  recommends  an  overall  funding  level  of  $3,863  billion 
for  HRSA  in  FY  96,  which  is  18.4  percent  more  than  the  FY  95  appropriation.  This  would 
permit  Community  Health  Centers  to  continue  services  to  7.5  million  low-income 
individuals  and  provide  health  care  for  approximately  350,000  new  patients  through  an 
additional  100  new  or  expanded  health  centers.  This  increase  would  also  permit  migrant 
health  centers  to  maintain  current  services  to  568,000  farm  workers  at  the  existing 
migrant  health  centers;  support  the  expansion  or  addition  of  another  50  centers;  and 
provide  services  to  an  additional  150,000  migrant  and  seasonal  farm  workers.  The 
Coalition's  recommendation  would  increase  the  number  of  primary  health  care 
providers  by  increasing  support  for  health  professions  training  programs  under  Title  VII 
and  Title  VIII  of  the  Public  Health  Service  Act.  These  programs  also  are  geared  toward 
increasing  the  number  of  health  professionals  providing  basic  and  preventive  health  care 
services  for  those  living  in  medically  underserved  areas. 

The  Coalition's  FY  96  recommendation  includes  an  increase  for  the  Maternal  and  Child 
Health  Block  Grant.  The  Head  Start  and  WIC  programs  have  received  increases  in  recent 
years,  but  Title  V  has  not,  although  more  children  in  Head  Stan  and  WIC  programs  have 
been  identified  as  needing  Title  V  services.  Increased  funding  for  Title  V,  as 
recommended  by  the  Coalition,  would  provide  419,076  additional  children  with 
preventive  and  primary  care;  217,920  women  with  reproductive  and  prenatal  care 
services;  and  45,000  children  with  specialty  care  services.  The  Coalition's 
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recommendation  for  FY  96  also  permits  increases  for  "Ryan  White"  programs  which 
provide  vital  assistance  to  communities  and  families  hard-hit  by  the  AIDS  epidemic. 
Finally,  the  Coalition's  recommendation  for  FY96  also  provides  additional  resources  for 
Title  X  family  planning  services.  A  recent  study  demonstrated  that  Title  X  services  had  a 
greater  impact  on  reducing  unintended  pregnancy  and  improving  maternal  and  child 
health  than  all  other  sources  of  family  planning  funds  combined.  For  every  dollar  spent 
on  family  planning  services,  more  than  4  dollars  are  saved  in  mandatory  federal  spending 
programs. 

Substance  Abuse  and  Mental  Health 
Services  Administration  (SAMHSA) 

FY  1994  comp.  FY  1995  app,  CHF  FY  1996  rcc. 

$2,125  billion  $2,181  billion  $2,631  billion 

The  Coalition  for  Health  Funding's  FY  96  recommendation  for  SAMHSA  is  $2,631  billion, 
a  20  percent  increase  over  the  FY95  appropriation.  This  increase  is  warranted  because 
most  of  the  programs  administered  by  SAMHSA  have  either  received  no  increases  in 
funding  for  several  years  or  have  suffered  cuts  in  funding.  The  Coalition's 
recommendation  would  permit  increased  resources  for  the  Center  for  Mental  Health 
Services.  Nearly  40  million  Americans,  including  11  million  children,  suffer  from  mental 
or  addictive  disorders.  Failure  first  to  invest  in  prevention  or  early  intervention  services 
and  then  failure  to  provide  access  to  cost-effective  treatment  for  those  who  succumb  to 
mental  illness  or  substance  abuse  doesn't  make  sense  for  many  reasons;  but  just  from  an 
economic  standpoint,  these  failures  add  enormous  costs  to  our  health  care,  welfare,  and 
criminal  justice  systems. 

The  Coalition's  recommendation  would  also  provide  increased  resources  for  substance 
abuse  prevention  efforts.  It  would  take  the  Center  for  Substance  Abuse  Prevention 
(CSAP)  a  step  closer  to  a  stable  annual  level  of  new  grants  in  the  high  risk  youth  program 
where  the  goal  is  a  20-25  percent  success  rate  for  approved  applications.  It  will  also 
permit  CSAP  to  assist  communities  in  developing  successful  prevention  strategies  and 
disseminating  those  strategies  across  the  nation.  Finally,  the  Coalition's  recommendation 
includes  a  substantial  increase  in  the  Substance  Abuse  Block  Grant.  Recent  studies  have 
shown  that  over  100,000  addicted  individuals  are  on  waiting  lists  for  publicly  provided 
treatment.  A  recent  RAND  study  shows  that  comprehensive  treatment  programs  are 
seven  times  more  successful  than  efforts  to  reduce  the  supply  of  illegal  drugs  and  that 
those  with  substance  abuse  problems  can  successfully  overcome  serious  addiction. 

COALITION  FOR  HEALTH  FUNDING 

nisrretion?ry  Health  Programs 
(RA.  in  Millions  of  Dollars) 

FY  '94         FY  '95  CHF  FY  '96         Diff.  CHF  FY'96 

Comp.  Appropriations     Recommendation     Rec.-FY  '95  App. 


URSA 

3,l6l 

3,262 

3,863 

+$601  (+18.4%) 

CDC 

2,051 

2,089 

2,500 

+$411  (+19-6%) 

NTH 

10,938 

11334 

12,725 

+$1,39K+12.3%) 

SAMS  HA 

2,125 

2,181 

2,631 

+$450  (+20.6%) 

AHCPR 

154 

163 

183 

+$20  (+12.3%) 

OASH 

67 

67 

75 

+$8  (+12%) 

FDA 

$813 

$820 

$902 

+$82  (+10%) 

Total  U.S. 

ELZB1IC      $19,309  $19,916  $22,879  $2,963(+l4.8%) 

HEALTH 

(excluding  Indian  Health  Service) 
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STATEMENT  OF  PRISCILLA  CICCARIELLO,  PRESIDENT,  COALITION  FOR 
HERITABLE  DISORDERS  OF  CONNECTIVE  TISSUE,  CHAIR,  NA- 
TIONAL MARFAN  FOUNDATION 

Mr.  Specter  and  members  of  the  Subcommittee,  the  members  of  the  Coalition  for 
Heritable  Disorders  of  Connective  Tissue  (CHDCT)  thank  you  for  the  opportunity 
to  provide  testimony  regarding  the  budget  of  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Diseases  (NIAMS). 

I  am  Priscilla  Ciccariello,  Chairperson  of  the  National  Marfan  Foundation  which  is 
a  charter  member  organization  of  the  Coalition  for  Heritable  Disorders  of 
Connective  Tissue  (CHDCT).  The  Coalition  is  an  umbrella  group  which 
represents  more  than  one  half  million  Americans  affected  by  heritable  disorders 
of  connective  tissue.  There  are  more  than  200  such  disorders  which  include 
names  most  of  us  have  never  heard  of  unless  or  until  a  family  member  is 
diagnosed  with  one  -  names  such  as  Ectodermal  Dysplasias,  Ehlers-Danlos 
Syndrome,  Epidermolysis  Bullosa,  Osteogenesis  Imperfecta,  Pseudoxanthoma 
Elasticum,  the  Chondrodystrophies,  and  Marfan  Syndrome,  to  name  some  of  the 
more  common  ones. 

The  CHDCT  was  founded  in  1988  in  order  to  bring  about  greater  awareness  and 
understanding  of  this  body  of  disorders  in  the  medical  professions  and  the  public 
at  large;  to  encourage  teaching  in  the  schools  training  health  practitioners  that 
will  help  them  to  identify,  diagnose,  and  treat  the  various  heritable  connective 
tissue  disorders;  and,  to  foster  and  support  research. 

My  husband  and  son  died  from  the  Marfan  syndrome  -  one  of  these  disorders  - 
and  I  have  two  other  sons  who  have  required  open-heart  surgery  to  extend  their 
lives,  as  well  as  two  affected  grandchildren.  The  Marfan  syndrome  affects  many 
organ  systems,  including  skeleton,  lungs,  eyes  and  the  heart  and  blood  vessels. 
This  disorder  affects  both  men  and  women  of  any  race  or  ethnic  group. 
Everyone  with  Marfan  syndrome  is  affected  a  bit  differently,  but  it  is  a  disabling 
and  life-threatening  condition. 

Approximately  40,000  Americans  are  affected  by  Marfan  syndrome,  but 
diagnosis  is  difficult,  since  up  to  now  there  is  no  simple,  accurate  test. 

In  1991,  the  gene  and  protein  that  are  defective  in  the  Marfan  syndrome  were 
first  identified.  It  was  determined  that  a  protein  called  fibrillin,  a  component  of  the 
body's  connective  tissue,  is  structurally  and  functionally  deficient  in  affected 
individuals,  allowing  normal  stresses  such  as  blood  pressure  to  weaken  various 
structures  of  the  body  over  time.  The  impact  of  this  knowledge  has  been 
tremendous  and  immediate. 

First,  we  can  now  use  molecular  methods  to  diagnose  people  before  they  show 
any  signs  of  Marfan  syndrome.  In  this  way,  medical  therapies  can  be  used 
presumptively,  and  therefore  with  greater  therapeutic  benefit. 

Second,  many  individuals  who  are  at  risk  for  Marfan  syndrome  because  of  an 
affected  family  member  can  be  told  that  they  are  definitively  unaffected,  relieving 
tremendous  psychosocial  and  financial  burdens. 
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Third,  we  are  beginning  to  understand  how  this  mutated  gene  causes  Marfan 
syndrome.  Such  information  is  sure  to  find  diagnostic  and  prognostic 

significance. 

Finally,  we  are  learning  that  mutations  in  this  same  gene  can  lead  to  other 
disorders  which  impose  an  even  greater  public  health  burden.  For  example, 
some  people  can  have  aortic  aneurysm  without  the  eye  and  skeletal  findings,  a 
disorder  which  accounts  for  up  to  2%  of  all  deaths  in  industrialized  countries. 

The  greatest  challenge  and  rewards  lie  in  front  of  us.  It  is  hoped  that  a  firm 
understanding  of  Marfan  syndrome  and  its  cause,  and  the  development  of 
relevant  animal  models,  will  allow  us  to  devise  novel  strategies  for  the  prevention 
and  cure  of  this  and  related  disorders  of  connective  tissue. 

Similar  exciting  advances  have  been  made  in  Dystrophic  Epidermolysis  Bullosa. 
Mutations  have  been  identified  in  several  families,  identifying  the  mutations  of  a 
specific  collagen  in  Dominant  Dystrophic  EB.  DNA-based  prenatal  diagnosis  can 
save  the  lives  of  babies  affected  with  EB  by  preparing  the  obstetric  delivery 
team.  Much  of  the  research  that  paved  the  way  for  these  and  other  advances 
has  been  supported  by  the  Committee. 

Ehlers-Danlos  is  a  group  of  disorders  affecting  the  connective  tissue, 
characterized  by  soft,  hyperextensible  skin,  and  joint  laxity.  Manifestations  are 
generally  found  in  the  skin,  joints,  and  circulatory  system,  but  the  degree  of 
severity  varies  from  type  to  type  of  EDS.  In  some  forms,  researchers  have 
detected  the  specific  gene  defect  and  the  resulting  molecular  alteration  has  been 
determined.  Researchers  are  able  to  use  that  knowledge  to  understand  how  the 
gene  abnormality  results  in  an  abnormal  protein  which  then  results  in  the  cause 
of  EDS. 

Osteogenesis  Imperfecta  (01)  is  characterized  by  bones  that  break  easily,  often 
from  little  or  no  apparent  cause.  Most  forms  of  01  are  the  result  of  imperfectly 
formed  bone  collagen,  the  consequence  of  a  genetic  defect.  Biochemical 
research  centers  around  the  use  of  hormones  or  other  chemical  agents  intended 
to  strengthen  the  bone.  Molecular  research  is  directed  toward  determining  the 
causes  for  the  abnormal  formation  of  collagen.  Gene  therapy's  goal  is  to  bring 
about  a  biochemical  change  in  the  process  of  making  collagen. 

Pseudoxanthoma  Elasticum  affects  all  the  elastic  fibers  of  the  body.  One  of  the 
complications  is  the  loss  of  central  vision  in  the  eyes.  Research  has  focused  on 
the  elastic  tissue  and  its  role  in  the  connective  tissue. 

Ectodermal  Dysplasias  are  a  group  of  over  150  genetic  disorders  identified  by 
abnormalities  in  two  of  more  derivatives  of  the  ectoderm.  Researchers  have 
localized  the  genetic  abnormalities  of  X-linked  hypohidrotic  ectodermal  dysplasia 
to  a  specific  region  on  the  X  chromosome  and  can  now  predict  the  probability 
that  a  female  is  a  carrier  of  the  syndrome  through  DNA  analysis. 

Many  exciting  discoveries  have  been  occurring  in  the  Chondrodysplasias.  After 
years,  the  gene  has  been  identified  for  achondroplasia  -  one  of  the  most 
common  forms  of  dwarfism.  This  condition,  caused  by  a  gene  mutation  early  in 


29 


fetal  development,  occurs  in  one  of  every  20,000  births.  Following  upon  this 
discovery  was  the  identification  of  the  gene  mutation  for  diastrophic  dwarfism,  a 
recessive  form.  Additional  positive  research  is  being  directed  toward  the  goal  of 
alleviating  orthopaedic,  neurological  and  respiratory/pulmonary  conditions  which 
can  be  lethal  and  have  only  partially  effective  surgical  interventions. 

The  advances  in  genetic  research  to  date  bring  hope  to  the  many  individuals  and 
families  affected  by  heritable  disorders  of  connective  tissue.  Yet  more  dollars 
are  needed  to  continue  the  momentum  necessary  to  understand  these  complex 
disorders  and  to  translate  molecular  findings  into  practical  therapies. 

Last  year  this  Committee  recommended  the  sponsorship  of  a  Workshop  on 
Heritable  Disorders  of  Connective  Tissue  as  a  follow-up  to  an  earlier  workshop 
held  several  years  ago.  This  workshop  will  be  critical  in  helping  to  translate 
current  basic  research  findings  into  practical  clinical  investigations,  will  serve  as 
a  forum  for  scientists  involved  in  connective  tissue  research,  and  will  also  enable 
the  participants  to  focus  on  and  recommend  the  best  directions  for  future 
studies.  It  will  promote  collaborations  in  the  best  interests  of  science  and 
humanity. 

We  believe  strongly  that  collaborations  and  research  will  find  the  answers  to 
Marfan  syndrome  and  other  heritable  disorders  of  connective  tissue,  making  a 
vital  difference  in  lives  -  maybe  not  of  my  sons  -  but  certainly  in  the  lives  of  my 
grandchildren  and  in  the  lives  of  the  thousands  of  families  affected  with  these 
disorders. 

The  Coalition  of  Heritable  Disorders  of  Connective  Tissue  is  also  a  member  of 
the  NIAMS  Coalition  which  includes  some  40  organizations.  In  endorsing  the 
recommendations  of  the  NIAMS  Coalition,  we  respectfully  urge  Congress  to 
invest  in  conquering  crippling,  chronic  and  sometimes  fatal  diseases  by  providing 
a  budget  of  $271  million  for  the  National  Institute  of  Arthritis,  Musculoskeletal  and 
Skin  Diseases,  as  recommended  in  the  Professional  Judgment  Budget  of 
NIAMS.  This  amount  would  allow  for  a  30%  success  rate  in  grant  funding.  This 
will  support  more  meritorious  approved  research  grants,  provide  more  research 
training  and  career  development  for  future  investigators,  conduct  urgently 
needed  new  clinical  trials,  and  expand  the  intramural  and  extramural  research 
programs  now  underway. 

Without  this  investment  in  essential  research,  the  economic  burden  to  this 
country  will  increase  over  its  already  staggering  costs.  For  example,  the 
diseases  which  fall  within  the  realm  of  the  National  Institute  for  Arthritis 
Musculoskeletal  and  Skin  Diseases  cost  this  country  more  than  $100  Billion  per 
year;  are  the  most  common  causes  of  chronic  illness  in  the  U.S.;  are  the  leading 
cause  of  time  lost  from  work;  are  the  most  common  causes  of  Social  Security 
disability;  and,  account  for  20%  of  homebound  individuals. 

Many  of  these  disorders,  although  incurable,  are  treatable.  We  stand  on  the 
edge  of  an  extraordinary  time.  The  discoveries  of  the  past  few  years  provide  a 
promise  that  is  breathtaking  to  people  such  as  myself,  who  lived  with  Marfan 
syndrome  for  the  past  25  years  before  the  molecular  breakthroughs  we  speak  of 
today. 
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Research  will  lead  to  treatments  and  preventions  that  will  stop  this  tragic 
economic  and  social  drainage  of  money  and  spirit  and  will  permit  thousands  of 
children  and  adults  to  realize  their  full  potential  as  Americans.  The  American 
dream,  for  those  with  genetic  disorders,  can  be  attainable  if  we  support  the  high 
quality  of  research  that  is  currently  underway. 

All  the  member  organizations  of  the  Coalition  for  Heritable  Disorders  of 
Connective  Tissue  and  the  patients  and  families  they  represent,  join  me  in 
thanking  this  Committee  and  Congress  for  continuing  support  of  research  on 
heritable  disorders  of  connective  tissue. 


STATEMENT  OF  GOV.  STEPHEN  MERRILL,  CHAIRMAN,  ON  BEHALF  OF 
THE  COALITION  OF  NORTHEASTERN  GOVERNORS  [CONEG] 

CONEG  is  pleased  to  provide  testimony  for  the  record  to  the  Senate  Subcommittee  on 
Labor.  Health  and  Human  Services  and  Education  as  it  considers  FY  1996  appropriations  for 
the  Low-Income  Home  Energy  Assistance  Program  (LIHEAP).  CONEG  appreciates  the 
continued  and  strong  support  provided  by  the  Subcommittee  in  helping  to  meet  the  heating 
needs  of  the  nation's  low-income,  disabled,  and  elderly  residents  through  the  LIHEAP 
program. 

CONEG  would  especially  like  to  thank  the  Subcommittee  for  its  support  in 
maintaining  the  LI  HEAP*  s  advanced  funding  provisions  for  FY  1996.  This  has  allowed  the 
states  to  plan  the  effective  use  of  LIHEAP  funds  prior  to  the  start  of  the  program  year. 
During  next  year's  winter  heating  season,  the  CONEG  states  expect  that  these  funds  will 
provide  heating  assistance  to  close  to  two  million  low-income  households  in  the  region;  of 
that  amount,  about  40  percent  will  have  at  least  one  member  who  is  elderly  or  disabled,  and 
close  to  90  percent  will  have  incomes  of  less  than  $12,000.  For  many  of  these  households, 
energy  prices  continue  to  be  a  significant  burden.  In  the  Northeast,  on  the  average,  low- 
income  households  pay  about  16  percent  of  total  income  for  home  energy.  In  contrast,  the 
rate  for  all  households  is  about  3.1  percent. 

CONEG  is  concerned  about  recent  statements  made  that  LIHEAP  assistance  could  be 
eliminated  or  severely  scaled  back  because  of  the  perceived  decline  in  energy  prices.  While 
there  has  been  a  small  decline  in  some  prices,  the  drop  does  not  even  begin  to  cover  the 
reduction  in  program  assistance.  Since  1985,  the  peak  year  for  program  funding,  assistance 
has  declined  from  $2.1  billion  to  $1.3  billion  in  FY  1995.  Even  at  peak  funding  levels  the 
program  did  not  have  sufficient  funds  to  reach  all  of  the  eligible  households.  At  present,  only 
about  20  percent  of  all  eligible  households  currently  receive  program  assistance. 

The  Northeast  States  have  worked  hard  over  the  years  to  develop  innovative  strategies 
for  delivering  program  services.  These  approaches  have  included  reducing  administrative 
costs  by  providing  one-stop  shopping  offices  for  LIHEAP  and  related  low-income  assistance 
programs,  encouraging  recipients  to  switch  to  lower  cost  fuels,  and  aggressively  leveraging 
private  assistance  programs.  Specific  examples  are  described  as  follows: 

Connecticut  has  developed  a  uniform  application  form  to  determine  household's 
eligibility  for  LIHEAP  and  all  other  low-income  energy  programs  such  as 
weatherization.  This  process  allows  the  Community  Action  Agencies,  the  program's 
administrative  agents  in  the  Connecticut,  to  determine  eligibility  for  the  utilities' 
winter  protection  programs.  At  the  time  of  eligibility  determination,  eligible 
households  are  also  referred  to  other  services  related  services  offered  by  the  program 
administrative  agencies  including  Head  Start,  commodities,  budget  counseling  ,and 
housing  program. 
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Maine  has  implemented  a  one-stop  shopping  approach  to  the  delivery  of  program 
services.  Eligible  clients  are  able  to  apply  for  LIHEAP,  as  well  as  other  related 
services  including  weatherization,  transportation,  budget  counseling,  health  services, 
family  development,  education  and  job  training  and  homeless  prevention.  By 
administering  all  of  these  services  as  part  of  an  umbrella  of  related  program,  Maine 
has  been  able  to  significantly  reduce  program  administrative  costs. 

New  Hampshire  continues  its  locally  integrated  approach  to  providing  assistance.  The 
primary  focus  of  the  State's  efforts  is  to  prevent  households  from  slipping  into 
poverty.  This  is  done  by  carefully  targeting  benefits  to  the  working  poor  an  the 
elderly  on  fixed  incomes.    These  two  groups  make  up  nearly  90  percent  of  the  New 
Hampshire'  LIHEAP  program.  The  State  has  redefined  its  benefit  matrix  to  more 
precisely  target  assistance  to  those  households  with  the  lowest  incomes  and  highest 
heating  costs.  To  encourage  self-reliance,  the  highest  benefit  in  New  Hampshire  is 
available  only  to  those  households  that  make  regular  payments  o  their  energy  supplier; 
over  60  percent  of  the  households  have  taken  advantage  of  this  provision. 

New  Jersey  is  working  with  the  Public  Service  Electric  and  Gas  Company,  the  largest 
utility  in  the  State,  to  help  encourage  utility  bull  payment  and  control  arrearages. 
Eligible  clients  with  arrearages  have  an  annual  budget  plan  worked  out  with  the  utility, 
using  the  LIHEAP  benefit  annualized  to  reduce  the  monthly  payment.  Clients  who  are 
faithful  to  the  budget  plan  for  twelve  months  have  $200  reduced  by  the  utility  from 
their  arrearage.  This  is  a  pilot  program  initiated  in  the  three  most  populous  counties  in 
the  State  and  is  showing  a  success  rate  of  approximately  75  percent  in  the  first  year. 

New  York  has  developed  programs  to  specifically  designed  to  ease  access  for  its 
elderly  and  disabled  households  by  providing  them  with  a  mail-in  LIHEAP  application 
form.  It  also  takes  advantage  of  electronic  data  transfer  technology  to  make  LIHEAP 
payments  to  its  lowest  income  households  without  requiring  a  paper  application.  This 
saves  time  an  administrative  costs,  benefiting  both  the  clients  and  the  LIHEAP 
program  providers.  New  York  earmarks  1 5  percent  of  its  LIHEAP  allocation  for 
weatherization  and  other  energy  related  home  repairs.  This  includes  a  furnace 
replacement  component  for  high  priority  households.  Inoperable  and/or  dangerous 
furnaces  are  replaced  with  high  efficiency  models  within  prevent  potential  injury  or 
loss  of  life  while  also  conserving  fuel  usage  over  the  long  term. 

Pennsylvania  has  reduced  program  administrative  costs  by  consolidating  all  LIHEAP- 
related  functions  under  one  agency.  These  services  include  the  weatherization  and 
grant  components  of  the  LIHEAP,  and  responsibility  for  weather-related  emergencies, 
such  as  furnace  repair  and  replacement.  As.  a  result,  the  state  have  been  able  to 
maximize  funding  and  service  to  program  clients. 

Rhode  Island  has  reduced  its  administrative  costs  and  has  increased  its  intake 
efficiency  by  reducing  the  number  of  contract  providers  from  13  to  7.  It  has  also 
developed  a  statewide  client  database  which  provides  current  information  on  the 
number  of  households  served  and  funds  obligated.  Additional  information  provided  by 
the  data  base  also  helps  to  identify  potential  payment  and  service  problems  at  the 
provider  level  so  that  they  can  be  addressed  and  rectified  in  a  timely  manner. 

Vermont  has  a  24  hour  staff  on  call  seven  days  per  week  to  handle  fuel  emergencies 
off-hours.  This  essential  program  service  helps  to  not  only  keep  people  from  freezing 
to  death  during  the  long  Vermont  winter,  but  it  also  helps  to  prevent  costly  repairs  or 
replacement  to  heating  systems,  if  the  problems  are  caught  early  by  the  program's 
staff.  The  state  has  also  established  a  Home  Heating  Assistance  Task  Force  to  provide 
policy  oversight  for  fuel  assistance  to  low  income  households,  including  exploring 
alternative  to  the  current  program,  with  emphasis  on  how  to  create  long  term  strategies 
in  support  of  energy  needs  for  low  income  Vermonters. 
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As  part  of  the  Northeast's  effort  to  identify  and  reduce  program  costs,  the  region's 
state  LIHEAP  directors  meet  periodically  through  CONEG.  The  purpose  of  these  meetings  is 
to  share  information  on  effective  strategies  for  delivering  program  services,  identify  model 
approaches  for  increasing  private  sector  funding,  and  develop  regional  program  policies. 

As  the  Senate  begins  its  consideration  of  the  FY  1996  Labor,  Health  and  Human 
Services  and  Education  Appropriations  bill,  CONEG  urges  the  Subcommittee  to  maintain  the 
FY  1996  appropriation  and  provide  an  adequate  level  of  funding  for  FY  1997  that  will 
account  for  the  continuing  uncertainty  in  energy  prices  and  the  continuing  demand  for 
program  services  among  the  low-income  employed,  elderly,  and  disabled. 

CONEG  is  pleased  to  have  had  the  opportunity  to  share  its  views  with  the 
Subcommittee,  and  stands  ready  to  provide  any  additional  information  about  the  importance  of 
LIHEAP  in  meeting  the  home  heating  needs  of  the  low-income,  disabled  and  elderly  residents 
of  the  Northeast. 


STATEMENT  OF  BARBARA  BUTLER,  CHAIRMAN,  COALITION  OF 
PATIENT  ADVOCATES  FOR  SKIN  DISEASE  RESEARCH 

My  name  is  Barbara  Butler,   Chairman  of  the  Coalition  of 
Patient  Advocates  for  Skin  Disease  Research   (CPA/SDR) .  The 
Coalition  wishes  to  express  its  sincere  thank  you  to  the  Chairman 
of  the  Subcommittee  for  this  opportunity  to  submit  written 
testimony  regarding  the  budget  of  the  National  Institute  of 
Arthritis,   Musculoskeletal  and  Skin  Diseases    (NIAMS) . 

The  Coalition  is  comprised  of  15  national  lay  skin  disease 
organizations.     The  member  organizations  of  the  Coalition  are 
supported  by  patients  and  their  families  who  live  with  skin 
disease  daily.     For  the  majority  of  patients  served  by  these 
organizations,   treatment  options  continue  to  remain  limited  or, 
in  some  cases,   nonexistent.     The  skin  diseases  represented  by 
this  Coalition  are  frequently  disabling,   disfiguring  and/or 
fatal . 

We  estimate  that  60  million  Americans  are  treated  annually 
for  skin  disease.     The  economic  cost  of  skin  disease  in  1981  is 
estimated  at  $7  billion  per  year.     This  is  based  on  data  on 
mortality,  morbidity,   and  also  both  prescription  and  over-the- 
counter  treatments.     New  cost  calculations  for  1994  will  need  to 
reflect  inflation,   population  growth  and  the  development  of  new 
and  more  effective  diagnostic  techniques  and  therapeutic  methods. 
Skin  disease  is  in  fact  the  most  common  cause  of  chronic  illness 
in  the  United  States. 

Many  skin  patients  have  received  significant  benefits  from 
Federal  funds  being  directed  through  the  National  Institutes  of 
Health.     Over  the  last  decade,   research  carried  out  at  NIAMS 
related  to  the  causes  and  treatment  of  skin  diseases  has  resulted 
in  substantial  progress  in  the  development  and  application  of  new 
knowledge.     In  particular,   advances  in  molecular  biology, 
improved  knowledge  of  the  immune  system  and  the  structure  and 
function  of  connective  tissue  promise  new  breakthroughs  in  the 
diagnosis,   treatment,   and,   ultimately,   prevention  of  skin 
diseases.     Support  for  basic  research  has  led  to  improved 
understanding  of  skin  disease  and  this  knowledge  is  being  applied 
to  reduce  the  enormous  human  and  economic  burdens  imposed  by 
chronic,   debilitating  diseases. 

To  support  diversified  research  thrusts,   NIAMS  funds 
research  centers  through  the  Skin  Diseases  Research  Core  Centers. 
Six  skin  disease  research  core  centers  have  been  established.  A 
skin  disease  research  center  grant  provides  funds  for 
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integrating,   coordinating  and  fostering  the  interdisciplinary 
cooperation  of  a  group  of  established  investigators  conducting 
research  programs  of  high  quality  that  relate  to  a  common  theme 
in  skin  disease.     These  centers  bring  together  related  facilities 
within  six  large,   prestigious  medical  universities  to  pursue 
interdisciplinary  research  on  skin  diseases.     By  providing  more 
accessible  resources,   these  special  grants  are  expected  to  ensure 
greater  productivity  at  a  given  grantee  institution. 

We  appreciate  the  funding  of  the  six  core  centers  and  the 
funding  for  the  intramural  program  for  skin.     These  programs  are 
an  excellent  beginning  to  the  end  of  skin  disease  but  continued 
funding  is  needed  to  maintain  the  high  quality  of  science  while 
ensuring  continuance  of  talented  new  people  entering  the  research 
field. 

NIAMS  research  uncovered  the  basic  molecular  mechanisms  for 
two  very  serious  skin  diseases,   epidermolysis  bullosa  and 
pemphigus.     Exciting  advances  have  also  been  made  in  our 
understanding  of  systemic  lupus  erythematosus    (lupus)  and 
scleroderma,   two  skin  diseases  that  predominantly  affect  women. 
In  the  case  of  lupus,   funds  directed  to  NIAMS  have  launched  an 
intensive  educational  program  targeted  at  black  women.  This 
program  should  help  minority  women  to  be  screened  earlier  for 
lupus  and  abate  the  severity  of  disease  at  diagnosis  and  reducing 
the  economic  cost.     This  advance  alone  will  save  hundreds  of 
lives . 

NIAMS  research  has  discovered  the  mechanism  by  which 
estrogen  prevents  bone  loss  which  is  vital  to  lupus  patients  who 
take  steroid  therapy.     Another  exciting  breakthrough  is  the 
discovery  of  new  laboratory  markers  for  disease  if  the  brain  in 
patients  with  lupus. 

Recently,   NIAMS  intramural  scientists  conducted  a  long-term 
clinical  trial  which  convincingly  demonstrated  that  combined  drug 
treatments  will  sustain  life-supporting  kidney  function  in 
systemic  lupus  patients.     In  hard  dollars,   this  single  health 
care  advance  has  been  translated  to  an  estimated  potential  one 
year  savings  of  $69.81  million.     Along  with  the  significant  cost 
savings,   this  one  advance  has  had  a  considerable  impact  on 
improvement  in  quality  of  life  and  reduction  in  premature 
mortality . 

In  addition  to  this,   because  of  funds  directed  to  NIAMS,  an 
effective  light  treatment  for  severe  psoriasis  was  developed  at 
NIH  called  PUVA.     This  treatment  alone  is  projected  to  save  $57.5 
million  in  the  decade  beginning  1991  and  ending  in  the  year  2000. 

As  you  can  see,   these  dollars  have  been  well  spent  and  many 
people  are  now  benefiting  from  this  Committee's  generosity. 
Another  pioneering  effort  that  may  lead  to  improved  therapies  and 
ultimately  a  cure  for  psoriasis  is  the  establishment  of  a 
national  psoriasis  tissue  bank,   the  first  of  its  type  in 
dermatology . 

The  Bank,   a  joint  effort  by  the  National  Psoriasis 
Foundation,   Baylor  University  Medical  Center  and  the  University 
of  Texas  Southwestern  Medical  School,   is  providing  cells  to 
researchers  investigating  the  genetics  of  psoriasis.     The  Bank  is 
intended  to  make  sufficient  genetic  material  available  to 
researchers  around  the  world  to  enlarge  the  search  for  the 
gene(s)    for  psoriasis,   the  discovery  of  which  could  lead  to  a  new 
therapeutic  approach.     Already,   scientists  at  the  Bank  have 
identified  a  candidate  gene  for  psoriasis  and  possibly  psoriatic 
arthritis  after  studying  the  DNA  from  families  in  the  Bank.  The 
NIH  is  now  funding  this  research. 
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More  dollars  are  essential  to  translate  these  and  other 
exciting  findings  under  the  mission  of  NIAMS  into  better 
treatment  therapies  and  the  eventual  elimination  of  these 
diseases  that  affect  so  much  of  our  population.     We  strongly  feel 
that  NIH  research  is  a  healthy  investment  for  the  future. 

Basic  research  holds  the  key  to  unlocking  many  of  the 
mysteries  surrounding  chronic,   disfiguring  and  life- threatening 
skin  diseases.     Progress  is  being  made,   but  to  meet  the 
continuing  challenge  of  ongoing  research  and  technology  transfer 
to  patients  and  their  families,   it  is  essential  that  adequate 
resources  and  well-trained  scientists  be  available  to  focus  on 
skin  disorders. 

Research  is  certain  to  lead  to  further  breakthroughs  in  the 
diagnosis  and  treatment  of  these  diseases  and  offers  hope  for 
even  better  treatments.     NIAMS  research  has  and  will  continue  to 
make  a  difference. 

The  NIAMS  Coalition,   representing  48  organizations, 
including  the  Coalition  of  Patient  Advocates  for  Skin  Disease 
Research,   respectfully  urges  Congress  to  invest  in  conquering 
these  common,   costly  and  crippling  diseases  by  providing  a  17% 
increase  over  the  FY  95  appropriation  for  NIAMS  for  FY  1996. 
This  budget  would  effectively  enable  NIAMS  to  support  more 
meritorious  approved  research  grants   (30%  success  rate) ,  provide 
more  research  training  and  career  development  -for  future 
investigators,   conduct  urgently  needed  new  clinical  trials  and 
expand  the  intramural  research  programs  currently  underway. 

We,   as  a  Coalition,   support  the  17%  increase  for  the 
National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin 
Diseases   (NIAMS)    in  FY  96.     NIAMS  has  a  staggering  mission  for 
addressing  problems  that  affect  all  of  society.     As  an  Institute, 
it  well  deserves  to  be  funded  at  the  same  level  as  the  other 
important  Institutes  of  the  NIH.     This  increase  will  have 
significant  health  and  socioeconomic  benefits  for  the  millions  of 
Americans  who  are  affected  by  diseases  under  NIAMS'  purview. 

All  of  the  member  organizations  of  the  Coalition  join  me  in 
thanking  this  Committee  and  Congress  for  its  continued  support  of 
skin  disease  research.     Thank  you. 


STATEMENT  OF  THE  COLLEGE  ON  PROBLEMS  OF  DRUG  DEPENDENCE, 

INC. 

Introduction 

The  College  on  Problems  of  Drug  Dependence  (CPDD)  appreciates  this  opportunity  to 
submit  written  testimony  to  the  Senate  Subcommittee  on  Labor,  Health  and  Human  Services, 
Education,  and  Related  Agencies  Appropriations  on  behalf  of  increased  government  support  for 
the  National  Institute  of  Drug  Abuse  (NIDA)  and  drug  abuse  research. 

Who  is  CPDD? 

Established  in  1929,  the  College  is  the  longest  standing  group  in  the  U.S.  that  addresses 
problems  of  drug  dependence  and  abuse.  For  almost  50  years,  the  College  was  associated  with 
the  National  Academy  of  Sciences,  National  Research  Council.  Now,  the  College  functions  as 
an  independent  membership  organization  representing  academia,  industry,  clinical  and  research 
professionals. 

For  over  half  a  century,  the  College  has  served  as  liaison  with  regulatory  and  research 
agencies,  as  well  as  educational,  treatment,  and  prevention  facilities.  As  part  of  its  mission,  the 
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College  provides  information  to  national  and  international  government  agencies  such  as  the 
National  Institute  on  Drug  Abuse,  the  Office  of  National  Drug  Control  Policy,  the  Food  and 
Drug  Administration,  and  the  World  Health  Organization.  The  College  also  advises  the 
pharmaceutical  industry,  academia,  and  the  public  on  the  dependence  and  abuse  potential  of  new 
drugs. 

In  addition,  the  College  sponsors  an  annual  scientific  meeting  which  brings  together  basic 
and  clinical  scientists  from  all  over  the  country.  The  College  also  provides  support  for  research 
and  drug  dependence  testing  facilities. 

What  is  Drug  Abuse  and  Drug  Addiction  and  Who  is  Affected? 

Contrary  to  popular  belief,  and  to  quote  Dr.  Alan  Leshner,  Director  of  the  National 
Institute  on  Drug  Abuse  (NIDA),  "drug  abuse  is  a  preventable  behavior  and  drug  addiction  is 
a  treatable  disease." 

Drug  addiction  is  not  the  result  of  weak  character  or  immoral  behavior.  Rather,  it  is  a 
progressive,  chronic,  relapsing  brain  disorder  that  is  expressed  by  drug  abuse,  often  in  social 
settings.  Drug  addiction  destroys  families,  ruins  physical  and  emotional  health,  and  costs  society 
millions  of  dollars  in  health  care  and  other  costs  annually. 

While  it  is  true  that  the  number  of  Americans  who  use  illicit  drugs  has  been  decreasing 
since  1979,  over  11  million  are  still  users  and  an  estimated  3  million  Americans  over  the  age 
of  15  are  dependent  on  illicit  drugs.  Unfortunately,  the  downward  trend  has,  for  the  most  part, 
ignored  the  heaviest  users,  as  this  number  has  remained  relatively  constant. 

What  are  the  Cost  Implications? 

In  the  current  environment  of  spending  reductions,  it  is  worth  noting  that  the  economic 
costs  of  illegal  drug  use  are  estimated  to  be  over  $67  billion  annually!  Not  only  do  these  costs 
include  the  direct  costs  of  treatment  (which,  incidentally  saves  more  than  it  costs)  but  the  costs 
connected  to  crime,  health  ~  including  infection  with  the  AIDS  virus  —  law  enforcement, 
decreased  job  productivity,  unemployment  and  homelessness  must  be  included  as  well.  Health 
costs  associated  with  drug  abuse  alone  are  staggering.  Surveys  show  that  between  25  and  40 
percent  of  all  general  hospital  patients  are  being  treated  for  complications  related  to  drug, 
alcohol,  or  tobacco  use. 

It  is  impossible  to  list  all  the  ways  that  drug  addiction  and  abuse  costs  us  money,  cost 
us  lives,  and  tears  at  the  very  fiber  of  this  country  in  five  pages.  The  point  is  that  it  doesn't 
have  to  be  this  way. 

What  Progress  has  been  made? 

Treatment  works  --  thanks  to  20  years  of  basic  and  clinical  research.  And  today's 
treatments  are  the  direct  result  of  yesterday's  research.  Yesterday's  research  gave  us: 

methadone  treatment  and  the  new  version,  LAAM  for  heroin  addiction; 

drug  and  behavioral  treatments  for  nicotine  addiction  like  the  nicotine  chewing 

gum  and  the  nicotine  patch; 

a  receptor  blocking  drug,  naltrexone,  for  heroin  addiction  with  the  recent 

unexpected  dividend  that  it  is  also  effective  in  the  treatment  of  alcoholism; 

more  effective  treatments  for  drug  addiction  in  newborn  babies; 

effective  drug  abuse  treatments  that  reduce  the  risk  of  AIDS;  and, 

the  technology  for  urine  screening  and  drug  detection  upon  which  the  Federal 

Drug-Free  Workplace  Program  is  based. 

Moreover,  treatment  not  only  works,  but  it  is  cost  effective  as  well.  By  the  most 
conservative  estimates,  for  every  $1  invested  in  a  drug  abuse  treatment  program,  there  is  a 
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return  of  $4  in  reduced  drug-related  crime,  criminal  justice  costs,  and  theft  alone  plus  additional 
savings  in  healthcare  costs. 

For  example,  a  report  prepared  by  the  former  Alcohol,  Drug  Abuse,  and  Mental  Health 
Administration  showed  that  the  costs  to  society  of  opiate  treatment  over  a  6  month  period  were 
$21,500  for  an  untreated  drug  abuser,  $20,000  for  an  imprisoned  drug  abuser,  and  $1,750  for 
someone  undergoing  methadone  maintenance  treatment. 

What  are  the  Current  Research  Needs? 

None  of  this  would  have  been  possible  without  the  federal  funding  of  the  National 
Institute  on  Drug  Abuse.  Tomorrow's  treatments  depend  on  today's  research.  We  are  on  the 
brink  of  making  new  discoveries  in  the  area  of  cocaine  addiction.  Basic  research  has 
demonstrated  the  mechanism  of  action  of  cocaine  on  the  brain  and  pointed  the  way  to  the 
development  of  medications  that  will  reduce  the  likelihood  of  relapse  to  cocaine  addiction.  A 
medication  for  cocaine  dependence  will  greatly  improve  the  effectiveness  of  treatment  for  this 
disorder.  But,  it  is  safe  to  say  that  these  new  treatments  will  not  happen  without  continued 
federal  support. 

The  1988  Omnibus  Reconciliation  Act  charged  NIDA  with  the  development  of  new 
pharmacological  approaches  to  the  treatment  of  drug  abuse,  and  because  of  this,  medications 
development  is  a  top  research  priority  of  NIDA.  In  turn,  NIDA's  funding  of  research  is  the 
principal  source  of  support  for  both  basic  and  applied,  laboratory  and  clinical  research  related 
to  drug  abuse. 

In  addition  to  medications  development,  other  opportunities  for  research  at  NIDA  include 
gene  therapy,  improved  treatments  for  pain,  the  interaction  of  drugs  on  the  immune  system  ~ 
which  has  implications  for  AIDS,  marijuana  research,  and  identifying  risk  factors  to  target 
prevention  programs. 

What  are  the  College's  Recommendations? 

We  are  encouraged  that  President  Clinton's  Budget  Request  included  a  3%  increase  for 
NIDA.  Ultimately,  the  College  supports  NIDA's  professional  judgement  budget  request  of  $600 
million  for  fiscal  year  1996.  However,  in  light  of  the  current  economic  climate  and  the  tough 
decisions  this  Committee  will  be  forced  to  make  this  year,  we  recognize  that  this  type  of 
increase  through  the  annual  appropriations  process  is  not  going  to  happen  overnight.  We  have 
been  discussing  with  our  colleagues  a  supplemental  source  of  drug  abuse  research  funding. 

The  Federal  government  currently  spends  about  $13  billion  a  year  on  drug  abuse  control. 
Of  that  $13  billion,  about  70%  goes  to  supply  reduction  activities  like  interdiction.  Only  30% 
actually  goes  to  reducing  drug  abuse  through  treatment  and  education.  Less  than  4%  goes  to 
drug  abuse  research  and  the  development  of  new  treatments  and  prevention  efforts.  Even  the 
Office  of  National  Drug  Control  Policy  (ONDCP)  recognizes  the  benefits  of  treatment  in 
decreasing  cocaine  consumption.  A  Rand  report  commissioned  by  ONDCP  found  that  an 
additional  $34  million  spent  on  cocaine  treatment  would  reduce  cocaine  consumption  by  1%. 
That  same  benefit  would  take  $246  million  in  domestic  enforcement  efforts.  Thus,  the  current 
budget  climate  makes  a  more  cost  effective  approach  even  more  important. 

The  College  urges  the  Committee  to  consider  report  language  directing  ONDCP  to 
evaluate  the  possibility  of  the  redirection  of  funds  from  drug  interdiction  to  drug  abuse  research. 
A  1%  switch  of  roughly  $130  million  dollars  would,  in  fact,  roughly  equal  NIDA's  professional 
judgement  budget  request  for  this  year.  We  understand  that  this  Committee  does  not  have  the 
authority  to  make  this  type  of  redirection,  however,  the  College  would  like  to  put  the  concept 
on  the  table.  Since  annual  appropriations  prospects  for  drug  abuse  research  are  not  expected  to 
improve  dramatically  over  the  next  few  years,  it  is  a  concept  that  we  believe  is  worth  looking 
into.  We  will  be  working  with  the  appropriate  Congressional  Committees  to  examine  this 
proposal  further. 
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However,  until  we  determine  the  feasibility  of  such  a  switch,  we  would  request  that,  as 
a  down  payment,  or  first  step  towards  the  professional  judgement  budget  request,  that  the 
National  Institute  on  Drug  Abuse  receive  a  6%  increase  for  fiscal  year  1996. 

Conclusion 

Thank  you,  again,  for  the  opportunity  to  submit  this  statement  on  behalf  of  increased 
federal  support  for  drug  abuse  research.  The  drug  abuse  research  community  often  feels  that 
our  true  challenge  is  not  just  in  solving  the  mysteries  of  substance  abuse,  but  also  in 
communicating  our  progress  to  those  outside  the  research  community.  The  bottom  line  is  that 
drug  addiction  is  treatable;  the  treatment  works;  and  the  treatment  is  the  direct  result  of  basic 
and  clinical  research  supported  by  NIDA. 

Please  feel  free  to  use  CPDD  as  a  resource  and  contact  us  with  any  questions  that  may 
arise  during  your  deliberations. 


STATEMENT  OF  RALPH  CAZZETTA,  DIRECTOR  OF  PATIENT  SERVICES, 
COOLEY'S  ANEMIA  FOUNDATION,  INC. 

My  name  is  Ralph  Cazzetta  and  I  suffer  with  Thalassemia  Major  a  ratal  genetic  blood  disease  for 
which  there  is  no  cure.  The  World  Health  Organization  identifies  Thalassemia  Major  or  Coolers 
anemia  as  the  most  common  fatal  inherited  blood  disease. 

Every  two  weeks  I  require  transfusion  of  red  blood  cells.  Every  night,  I  must  wear  a  special 
pump  that  painfully  infuses  a  drug  into  my  stomach  for  twelve  hours. 

Currently,  I  am  the  Director  of  Patient  Services  at  the  Coolers  Anemia  Foundation,  the  only 
national  organization  providing  funds  for  medical  research,  preventive  education  programs  for 
potential  carriers  of  this  genetic  trait  and  patient  service  programs  aimed  at  promoting  compliance 
with  the  difficult  treatment  regime  as  well  as  sponsorship  of  a  patient  support  group  which  has 
encouraged  patients  to  live  productive  lives. 

Funding  from  Congress  for  the  National  Institutes  of  Health  has  led  to  treatment  which  prolongs 
the  life  of  the  Cooley's  anemia  patient.  Twenty  years  ago  patients  rarely  lived  past  the  age  often. 
My  older  brother  Nunzio  died  from  complications  still  common  to  the  disease  at  this  young  age. 

For  the  past  decade,  I  have  appeared  before  Congress  testifying  about  Cooley's  anemia  research, 
patient  care  and  public  education.  My  ability  to  advocate  for  federal  research  funds  is  a  strong 
testimony  to  the  effectiveness  of  the  federal  funds  which  have  been  wisely  invested  in  drug 
therapy  and  gene  research  at  the  National  Heart,  Lung  and  Blood  Institute  (NHLBI)  and  the 
National  Institute  of  Diabetics  and  Digestive  and  Kidney  Diseases  (NIDDK). 

I  was  diagnosed  with  Cooley's  anemia  before  the  age  of  one.  Until  my  tenth  birthday  and  after  my 
brother's  death,  Cooley's  anemia  was  treated  solely  with  frequent  blood  transfusions. 
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One  of  the  6m  changes  in  basic  therapy  was  the  introduction  of  a  hypertransfusion  regime 
developed  by  scientists  at  the  NIH.  This  was  followed  by  the  introduction  of  the  drug  DesferaL 
Desferal  removes  the  iron  which  builds  up  besause  of  frequent  blood  transfusions  that  result  in 
toxicity  levels  which  destroy  the  body's  major  organs. 

From  t  patient  perspective,  these  advances  were  miracles.  At  the  time  of  my  birth,  patients  were 
confined  to  wheelchairs  and  hospital  beds  due  to  frail  bones  and  weakened  organs.  Today 
patients  are  gaining  educations  and  entering  the  workforce.  Fewer  are  dependent  on  Medicaid 
and  other  federal  subsidies.  Without  advances  by  the  NIH  in  the  treatment  of  Coolers  anemia  I 
would  not  have  been  able  to  set  goals  in  my  life  both  professionally  and  personally. 

Both  the  NHLBI  and  the  NIDDK  have  been  great  supporters  and  exemplary  leaden  in  terms  of 
setting  the  pace  for  major  advances  in  biomedical  research.  Federal  research  related  to  Cooley*« 
anemia  has  helped  pave  the  way  for  other  major  research  accomplishments.  Our  patients  were  the 
earliest  contributors  to  understanding  the  molecular  basis  of  blood  diseases  such  as  Sickle  Cell 
anemia  and  other  diseases  requiring  regular  blood  transfusions  or  which  are  related  to  a  single 
cell  genetic  deficiency  such  as  Tay  Sachs  and  Cystic  Fibrosis. 

NIDDK  investigators  were  the  first  to  use  recombinant  DNA  technology  to  develop  a  molecular 
marker  for  this  disorder,  an  accomplishment  which  led  to  widespread  use  of  the 
same  technique  for  the  molecular  diagnosis  of  other  disorders.  NIDDK  investigators  were  also 
the  first  to  develop  and  demonstrate  that  upregulation  of  the  production  of  normally  functioning 
hemoglobin  was  possible  through  pharmacologic  means  in  patients  suffering  from  sickle  cell 
anemia  or  thslstsnrrii,  and  this  led  the  way  to  current  large  scale  clinical  trials  of  pharmacologic 
methods  for  switching  on  the  synthesis  of  a  normal  hemoglobin  in  patients  producing  an  abnormal 
hemoglobin. 

At  this  time,  six  areas  of  investigation  and  development  have  either  reached  the  stage  of  clinical 
application  or  are  dose  to  that  stage.  These  areas  are  of  great  importance  to  us: 

1.  Continued  development  of  an  oral  iron  chelator.  The  first  set  or  patients  will  begin  to 
take  an  experimental  drug.  It  is  our  hope  that  independence  from  the  pump  will  result 

2.  Bone  marrow  transplantation  is  now  limited  to  a  small  group  of  patients  and  it  carriers 
high  risks.  I  hope  to  see  refinement  of  transplantation  and  a  greater  potential  for  saving 
lives. 

3.  The  continued  safety  of  our  blood  supply  remains  a  constant  concern  for  transfused 
patients. 
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4.  New  and  promising  research  related  to  factors  that  cause  hemoglobin  enhancement  must 
be  explored.  This  process  seeks  to  improve  the  anemia  and  may  remove  the  need  for 
transfusions, 

5.  Gene  therapy  may  one  day  correct  the  underlying  molecular  defect  of  the  disease. 

6.  Technology  for  measuring  iron  overload  in  patients  with  Cooler's  anemia,  Sickle  Cell 
anemia  and  hemochromatosis  could  help  in  patient  care. 

Last  year  we  testified  before  this  committee  requesting  the  development  of  a  clinical  network 
under  the  auspices  of  the  NHLBL  We  think  that  this  network  is  a  critical  next  step  in  bringing  the 
benefit  of  research  to  bear  on  the  treatment  of  Coolers  anemia  patients.  Successful  models  for 
this  approach  have  been  established  in  hemophilia,  AIDS  and  other  diseases  that  are  characterized 
by  wide  geographic  distribution  and  complex  clinical  care. 

We  are  not  seeking  new  building  construction  or  major  expenditure  of  funds.  This  clinical 
network  can  be  implemented  in  existing  institutions  matched  to  areas  with  a  base  population  of 
Coolers  anemia  patients.  We  look  forward  to  taking  the  next  step  toward  implementation  of  this 
network  confident  that  this  endeavor  represents  the  wise  use  of  scarce  federal  dollars. 

The  scientific  community  believes  that  we  are  on  the  verge  of  producing  a  cure  for  Cooley's 
anemia  It  would  be  a  tragedy  at  this  moment  in  time  to  cut  back  funds  to  the  NfflL 
Patients  are  able  to  live  more  productive  lives  because  of  federally  sponsored  research  and  it  is 
with  deep  gratitude  that  I  submit  this  statement  requesting  the  continuation  of  federal  dollars  for 
NIH  research, 

STATEMENT  OF  WILLIAM  W.  WRIGHT,  JR.,  EXECUTIVE  DIRECTOR, 
CONSORTIUM  FOR  SCHOOL  NETWORKING  [CoSN] 

Mr.  Chairman  and  Members  of  the  Committee,  thank  you  for  the  opportunity  to  submit 
testimony  on  the  importance  of  federal  funding  for  educational  technology. 

My  name  is  Bill  Wright,  and  I  am  the  Executive  Director  of  the  Consortium  for  School 
Networking  (CoSN).  This  nonprofit  group  includes  teachers,  school  districts,  state 
departments  of  education,  nonprofit  organizations,  and  corporations  interested  in  improving 
the  quality  of  education  in  the  Nation  through  access  to  the  emerging  national  information 
infrastructure  in  K-12  classrooms. 

CoSN  applauds  your  efforts  to  reduce  the  federal  budget  deficit,  and  recognizes  the  enormity 
of  this  task.  However,  CoSN  believes  that  we  must  not  sacrifice  the  educational  well-being 
of  future  generations  for  the  economic  well-being  of  future  generations.  Indeed,  we  must  all, 
as  stewards  of  the  resources  these  future  generations  will  enjoy,  provide  an  economic  climate 
in  which  future  citizens  can  survive.  But  we  also  must  provide  our  children  with  the  type  of 
education  that  will  allow  them  to  succeed. 
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CoSN  strongly  urges  you  not  to  reduce  the  FY  1995  appropriation  for  either  Title  III  or  Title 
XII  of  the  Improving  America's  Schools  Act  and  to  accept  the  President's  requested 
appropriation  for  FY  1996.  The  FY  1995  appropriation  of  $40  million  for  Title  HI, 
Technology  for  Education,  is  funding  a  Technology  Learning  Challenge  Grant  program  that 
has  corporations  and  schools  working  in  partnership  to  improve  the  quality  of  education 
around  the  country.  This  program,  which  requires  a  financial  match  from  local  public  and 
private  sources,  will  help  make  the  Internet  and  information  technologies  useful  and 
affordable  to  local  schools. 

The  FY  1995  appropriation  of  $100  million  for  Title  XII,  School  Construction  and 
Infrastructure,  will  provide  vitally  needed  funds  to  schools  to  update  their  existing 
communications  capabilities,  as  well  as  upgrade  aging  school  facilities.  These  funds  will  be 
the  kind  of  public/private  partnerships  we  must  have  if  we  want  our  children  to  have  access 
to  the  emerging  information  infrastructure. 

A  study  just  released  by  the  National  Center  on  Education  Statistics  illustrates  the  enormous 
task  we  face.  The  study  indicates  that,  contrary  to  the  perception  of  wide-spread  use, 
only  3%  of  our  Nation's  schools  has  access  to  the  Internet  or  other  electronic  information 
resources  for  instructional  purposes.  With  the  explosion  of  services  regularly  used  by  major 
corporations  and  businesses,  this  situation  places  not  only  the  children  at  a  learning 
disadvantage,  but  teachers  at  an  instructional  disadvantage.  If  we  want  to  compete  in  the 
global  information-driven  economy,  this  simply  won't  work. 

Should  the  federal  government  solely  shoulder  the  burden  to  pay  for  schools  to  have  access 
to  an  information  infrastructure?  We  don't  think  so.  We  encourage  private  investment  and 
open  competition.  At  the  same  time,  we  want  to  avoid  what  some  are  calling  "Information 
Apartheid,"  a  country  where  the  very  rich  have  access  to  information  technologies  and  other 
are  left  out.  The  $40  million  appropriated  for  the  Title  III  Technology  Learning  Challenge 
Grants  and  related  programs  stimulates  private  investment  and  helps  us  avoid  a  nation  of 
information  "have-nots." 

We  live  in  interesting  times.  During  the  last  five  years  of  this  century  and  the  first  five 
years  of  the  next,  we  will  see  changes  in  communications  technologies  that  would  astound  us 
today.  If  there  is  open  competition  in  the  communications  industry,  we  will  witness  a 
merging  of  the  television,  telephone,  and  computer  in  ways  that  makes  other  innovations  in 
our  century  seem  dull  by  comparison.  While  open  competition  will  provide  dazzling  services 
in  areas  where  there  is  population  density  and  profit,  it  most  likely  will  not  take  care  of 
schools  that  need  such  access  the  most.  The  Technology  Learning  Challenge  Grants 
provided  by  the  Title  III  funding  encourage  investment  help  aggregate  services  in 
communities  that  the  free  market  will  not  take  care  of. 

Businesses  have  already  started  the  process  of  setting  up  partnerships.  If  this  program  is 
jeopardized,  they  may  not  want  to  come  forward  again. 

The  Technology  Learning  Challenge  Grant  program  will  help  develop  sound  educational 
content.  As  you  know,  to  make  a  profit,  many  companies  are  more  interested  in  developing 
entertainment  or  "edutainment"  services.  This  program  encourages  corporations  to  work 
with  teachers  in  schools  and  develop  tools  that  can  help  us  meet  educational  goals;  it 
encourages  them  do  more  than  simply  provide  digital  entertainment. 

This  Grant  program  will  also  help  make  information  networks  affordable  for  all  schools  by 
providing  models  for  successful  networking.  At  the  House  Caucus  on  Information 
Technology  forum  on  January  31,  1995,  we  heard  from  (via  videotape)  Donna  Fisher,  a 
middle  school  teacher  in  Mitchell,  South  Dakota.  Ms.  Fisher,  recognized  by  her  peers  as  one 
of  the  most  competent  and  energetic  teachers  of  our  nation's  children,  said  that  she  felt  that 
there  was  a  chain  across  her  community's  on-ramp  to  the  information  superhighway.  We 
heard  similar  testimony  from  Marilyn  Egger  in  Caldwell,  Texas,  and  from  Karen  Buller, 
Director  of  Electronic  Pathways,  a  nonprofit  that  is  helping  American  Indians  gain  access  to 
information  technologies. 
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Congressional  staff  at  the  forum  pointed  out  that  competition  might  provide  affordable  access 
in  places  like  Birmingham,  Alabama,  but  that  the  Sunshine  School,  100  miles  south  in  the 
Black  Belt  region  of  that  state,  would  have  to  pay  much  higher  prices.  The  Challenge  Grant 
program  in  Title  III  of  IASA  is  encouraging  the  private  sector  to  create  innovative  solutions 
for  places  like  those  schools  in  Newbern,  AL,  Mitchell,  SD  and  Caldwell,  TX. 

On  November  7,  1994,  The  Washington  Post  ran  a  cover  story  on  rural  access:  "On-Line 
Highway  A  Costly  Toll  Road  for  Rural  Users."  The  article  starts  by  describing  how  a 
resident  of  Winchester,  Virginia,  must  make  a  14-to-20-cent-a-minute  call  to  get  to  resources 
that  many  communities  access  with  a  local  (free)  call.  At  a  Washington,  DC,  forum 
sponsored  by  the  Department  of  Education  in  November,  1994,  a  teacher-of-the-year  from 
Michigan  said  that  she  was  paying  similar  surcharges  out-of-pocket  so  that  her  students  could 
have  access  to  information  technologies.  Her  husband  finally  asked  her  to  stop,  because  it 
was  cutting  into  what  they  needed  to  pay  the  household  bills.  Other  state  teachers-of-the- 
year  from  across  the  country  expressed  similar  problems  about  access  and  cost. 

The  Technology  Learning  Challenge  Grants  will  encourage  affordable  access  to  information 
resources.  We  must  have  such  investment  in  education  if  we  are  going  to  compete  in  today's 
information  economy. 

In  order  to  prepare  our  workforce  there  must  be  a  proactive  partnership  between  government, 
business,  and  education.  In  September,  1994,  The  National  Science  Foundation,  the  U.  S. 
Department  of  Education,  and  the  U.  S.  Department  of  Commerce  awarded  a  grant  to  bring 
together  a  forum  of  leaders  to  initiate  the  National  State  Networking  Project.  This  forum 
met  in  Austin,  Texas,  at  the  University  of  Texas. 

As  a  part  of  the  workshop,  participants  were  surveyed  as  to  what  they  felt  were  the  major 
barriers  to  telecommunications.  A  private  sector  participant  stated  that  a  barrier  was  the 
"Perception  that  there  is  no  viable  business  case  in  supporting  education."  However,  it  is  in 
the  interest  of  business  -  and  all  of  us  -  to  have  a  work  force  that  is  well  educated,  a  work 
force  that  can  use  information  technology. 

At  the  workshop,  Greg  Conlon,  Commissioner  of  the  California  Public  Utilities  Commission, 
pointed  out  that  80%  of  the  high  school  graduates  that  came  to  work  for  Pacific  Telesis  could 
not  pass  an  8th  grade  exam.  It  is  imperative  that  the  private  sector  become  a  partner  with  our 
K-12  schools  so  that  the  people  they  hire  have  the  necessary  background.  You  pay  now  or 
you  really  pay  later.  Also  schools  can  be  a  big  technology  market  for  business  and  will 
stimulate  the  use  of  advanced  technology  in  our  homes  and  throughout  our  economies. 

The  Technology  Learning  Challenge  Grants  will  encourage  partnerships  between  the  private 
sector  and  education.  Telebit  Corporation,  for  example,  has  identified  education  as  one  of 
the  fastest-growing  markets.  The  Challenge  Grant  partnerships  encourage  other  corporations 
to  do  what  Telebit  is  doing  to  promote  educational  networking. 

Schools  can  also  help  parents  and  others  in  the  community  learn  the  value  of  new 
information  services.  Schools  are  at  the  center  of  rural  communities.  Schools  are  beginning 
to  work  with  libraries^  local  government  entities,  and  the  private  sector  to  invest  in  the 
necessary  infrastructure  to  have  educational  networking.  The  Vermont  Business  Roundtable, 
for  example,  is  pushing  the  idea  of  an  "anchor  tenant"  so  an  information  infrastructure  can 
be  set  up  and  sustained.  Small  investment  from  the  Technology  Learning  Challenge  Grant 
program  will  forge  partnerships  and  help  build  a  market  for  businesses  involved  in  our 
emerging  information  economy. 

To  summarize,  we  do  not  advocate  that  the  federal  government  shoulder  the  burden  of 
paying  every  school  to  hook  up  to  the  information  infrastructure.  Indeed,  we  have 
consistently  suggested  that  local  communities  should  accept  that  burden,  and  believe  they  will 
do  so  gladly.  What  we  are  advocating,  however,  is  that  the  federal  government  provide 
leadership  in  this  area  and  facilitate  the  kind  of  public/private  partnerships  that  open  and  free 
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competition  might  not  provide.  The  federal  government  should  provide  financial  incentives, 
policy  direction,  and  technical  assistance  to  advance  telecommunications  in  schools  —  and 
that  is  exactly  what  these  federal  programs  are  doing. 

As  stated  earlier,  the  Title  III  Challenge  Grants  and  Title  XII  school  Infrastructure 
Improvement  Program  will: 

•  help  the  private  sector  create  new  markets  for  information  technology  by 
facilitating  partnerships  between  businesses  and  local  schools; 

•  improve  the  quality  of  education  around  the  country  and  expand  the 
capabilities  of  future  workers  by  providing  schools  with  access  to  advanced 
communication  technologies; 

•  allow  previously  underserved  populations,  such  as  rural  and  inner-city  schools, 
obtain  the  same  information  and  instructional  tools  that  other  populations 
have  long  enjoyed. 

In  closing.  I  urge  you.  on  behalf  of  the  Consortium  for  School  Networking,  to  maintain  the 
FY  1995  funding  for  Title  III  ($40  million  for  Technology  for  Education),  and  Title  XII 
($100  million  for  School  Construction  and  Infrastructure)  of  the  Improving  America's 
Schools  Act,  and  support  the  President's  Budget  Request  for  FY  1996. 


STATEMENT  OF  THE  CONSORTIUM  OF  SOCIAL  SCIENCE  ASSOCIATIONS 

[COSSA] 

Thank  you  for  allowing  COSSA  the  opportunity  to  comment  on  the  proposed  FY  1996 
budgets  of  the  National  Institutes  of  Health  (NTH).  COSSA  represents  more  than  90  professional 
associations,  scientific  societies,  universities  and  research  institutes  concerned  with  the  promotion 
of  and  funding  for  research  in  the  social  and  behavioral  sciences.  COSSA  functions  as  a  bridge 
between  the  research  world  and  the  Washington  community.  A  list  of  COSSA's  Members, 
Affiliates,  and  Contributors  is  attached. 

I  would  like  to  begin  by  thanking  the  Subcommittee  for  its  sustained  support  of  social  and 
behavioral  science  research  at  the  NIH.  Your  recognition  that  our  nation's  health  problems  have 
multiple  determinants— social,  behavioral,  and  biomedical—is  essential  for  ensuring  efficient, 
effective  solutions  to  the  complex  health  challenges  we  face  now  and  in  the  future. 

For  well  over  a  decade,  COSSA  has  strongly  advocated  for  increased  social  and 
behavioral  research  at  the  NTH.  We  believe  that  critical  health  issues  including  substance  abuse, 
adolescent  pregnancy,  AIDS,  infant  mortality,  tuberculosis,  cardiovascular  disease,  and  cancer, 
among  others,  have  significant  behavioral  factors  that  must  be  addressed  in  order  to  prevent  and 
treat  them.  Diet,  xercise,  sexual  conduct  and  smoking  are  all  commonly  known  and  accepted  as 
significant  beha\ioral  elements  affecting  health.  In  fact,  at  a  recent  Congressional  hearing,  Dr. 
Harold  Varmus,  Director  of  the  NTH,  stated  that,"  it  is  difficult  to  name  a  disease  that  does  not 
have  a  behavioral  component  associated  with  it." 

Individual  behavior,  important  as  it  is  to  health,  must  not  be  the  only  focus  for  solving  our 
complex  health  problems,  however.  Social  and  economic  factors  that  contribute  to  the  quality  of 
life  among  the  ill,  or  affect  their  adherence  to  treatment  regimens,  are  equally  important  aspects  of 
the  health  experience.  These  factors  include  racial/ethnic  status,  gender,  age,  income,  education, 
community,  cultural  orientation,  and  religion.  It  is  COSSA's  position  that  federal  disease 
prevention  and  health  promotion  activities  cannot  be  effective  without  recognizing  the  role  of 
these  social  and  economic  factors. 
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The  FY  1996  Budget  Request 

COSSA  supports  the  $11.8  billion  requested  for  NIH  in  the  President's  budget 
proposal.  We  strongly  oppose  the  House  Budget  Committee's  recommendation  to  reduce 
the  NIH  budget  by  5  percent  from  its  FY  1995  level  to  pay  for  tax  cuts. 

Office  of  Behavioral  and  Social  Science  Research 

COSSA  is  extremely  pleased  that  the  NIH  will  soon  implement  the  Office  of  Behavioral 
and  Social  Science  Research  (OBSSR).  As  you  know,  Congress  created  this  office  in  the  Office 
of  the  Director  with  bipartisan  support.  The  OBSSR  is  charged  with  coordinating  and  developing 
social  and  behavioral  research  in  cooperation  with  the  institutes  at  NIH.  We  believe  this  office 
will  serve  the  NIH  well,  increasing  its  overall  efficacy  and  efficiency  as  well  as  providing  a 
valuable  and  needed  resource  to  the  NIH  director. 

Although  the  NIH  has  not  fully  realized  the  potential  of  our  community's  research,  we  are 
pleased  to  cite  several  institutes  which  recognize  the  interaction  between  biological  and  social- 
behavioral  phenomena.  COSSA  commends  the 

following  NIH  institutes  which  support  significant  programs  in  social  and  behavioral  research—the 
National  Institute  on  Aging  (NIA),  the  National  Institute  of  Child  Health  and  Human 
Development  (NICHD),  the  National  Institute  of  Nursing  Research  (NINR),  the  National  Institute 
of  Mental  Health,  the  National  Institute  of  Alcohol  Abuse  and  Alcoholism,  and  the  National 
Institute  of  Drug  Abuse.  The  following  includes  summaries  of  the  excellent  research  being 
conducted  by  these  institutes. 

National  Institute  on  Aging  (NIA) 

When  former  President  Reagan  published  his  letter  announcing  that  he  is  a  victim  of 
Alzheimer's  Disease,  the  Nation  was  deeply  saddened.  The  tragedy  of  knowing  that  this  vivacious 
and  much  loved  man  will  have  to  face  such  a  difficult  future  is  compounded  when  one  thinks  of 
the  suffering  that  his  family  will  also  have  to  endure. 

Fortunately,  the  NIA  is  making  good  progress  on  Alzheimer's  Disease  (AD).  In  addition 
to  studying  the  disease  itself,  the  NIA  is  also  concerned  about  what  should  be  known  to  help  the 
families  who  must  care  for  those  inflicted  with  the  disease.  The  NIA  is  analyzing  the  burdens  of 
family  care,  interventions  to  enhance  everyday  functioning  and  reduce  family  caregiving  burdens, 
as  well  as  the  effects  and  the  costs  of  different  long-term  care  arrangements.  Researchers  at  the 
NIA  are  especially  interested  in  studying  care-givers'  perceptions  of  and  responses  to  AD,  the 
nature  of  caregiving,  linkages  between  formal  and  informal  care,  interventions  to  reduce  the 
burdens  of  care,  ethnic  differences  in  caregiving,  and  the  costs  of  AD  for  families  and  for  society. 

Understanding  the  social  and  behavioral  aspects  of  AD  and  other  debilitating  diseases  is 
especially  important  because  of  the  dramatic  demographic  shift  in  the  aging  of  our  population.  As 
the  baby  boom  generation  ages,  the  demands  on  our  human  and  fiscal  resources  increase 
exponentially.  The  critical  work  of  NIA's  Office  of  Demography  in  Aging  and  its  Health  and 
Retirement  Study  will  be  used  to  analyze  the  influence  of  health  and  private  pensions  on 
retirement,  the  impact  of  changing  Social  Security's  age  of  eligibility  provisions,  and  the  impact  of 
the  Americans  with  Disabilities  Act,  among  other  important  public  policy  issues. 

As  more  and  more  of  us  age,  it  becomes  increasing  vital  to  the  health  of  our  entire  society 
that  we  do  it  well.  Recent  NIA  studies  have  shown  that  "pumping  iron"  even  for  80-90  year  olds, 
will  increase  muscle  strength  delaying  and  preventing  disability  among  older  people.  This  could 
dramatically  reduce  health  care  costs  by  reducing  frailty  and  the  risk  of  falling.  Nursing  home 
care  costs  are  well  over  $30  billion  annually,  and  frailty  increases  the  risk  of  institutionalization. 
An  estimated  $7  billion  is  spent  on  the  250,000  hip  fractures  that  occur  each  year  among  older 
Americans,  almost  all  due  to  falls.  Although  these  research  findings  are  very  important,  they  do 
us  no  good  if  we  do  not  conduct  behavioral  research  to  understand  how  to  motivate  people  to 
exercise.  And  this  is  a  health  concern  at  any  age. 
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National  Institute  of  Child  Health  and  Human  Development  (NICHD) 

We  are  aware  that  the  quality  of  research  conducted  at  all  branches  of  the  NICHD  is  well 
known  and  appreciated  by  Congress,  but  COSSA  would  like  to  underscore  the  excellence  of  the 
Demographic  and  Behavioral  Sciences  Branch  (DBSB).  It  is  here  where  scientists  from  a  wide 
variety  of  disciplines  including  demography,  sociology,  economics,  psychology,  anthropology, 
epidemiology,  biology,  and  public  health,  all  contribute,  often  with  interdisciplinary  approaches,  to 
understanding  populations  issues. 

The  research  findings  of  the  DBSB  are  crucial  to  addressing  many  of  the  most  complex 
and  difficult  policy  issues  we  face  now  and  in  the  future,  and  they  focus  on  our  most  precious 
resource—our  children.  Welfare  reform,  AIDS,  violence  among  our  youth,  teen  pregnancy,  child 
care,  are  but  a  few  of  the  critical  issues  that  research  conducted  at  the  DBSB  addresses.  One 
new  DBSB  initiative  that  will  greatly  enhance  the  ability  of  Congress  to  make  sound  decisions 
about  immigration  policy  is  a  study  on  the  immigration  process  and  its  effects  on  both  immigrant 
and  nonimmigrant  populations.  This  data  is  both  timely  and  relevant  in  view  of  the  passage  of 
Proposition  187  in  California,  and  other  efforts  to  restrict  non-emergency  health  care  and 
schooling  to  illegal  aliens  in  the  U.S. 

National  Institute  of  Nursing  Research  (NINR) 

One  of  the  dominant  themes  of  the  newly  established  NINR  is  linking  biological  and 
behavioral  research.  Since  effective  cures  for  a  wide  range  of  diseases  and  disorders  often  take 
many  years  to  be  discovered,  a  major  focus  of  this  institute's  research  program  is  on  the 
management  of  symptoms.  While  other  institutes  carry  on  the  vital  research  necessary  to 
eliminate  maladies,  NINR  helps  to  find  ways  for  patients  to  live  more  comfortably  in  the 
meantime.  Breast  cancer,  acute  pain,  HIV/ AIDS,  and  Alzheimer's  Disease  are  four  areas  where 
the  NINR  provides  superb  leadership  in  research  on  symptom  management. 

Since  nurses  are  often  on  the  "front  lines"  with  patients  combatting  disease  and  suffering, 
it  is  not  surprising  that  one  of  the  research  priorities  of  the  NINR  is  alleviating  pain.  You  may 
recall  the  adolescent  recently  in  the  national  news  who  had  run  away  from  home  and  the  cancer 
therapy  he  was  receiving  because  he  could  no  longer  face  its  devastating  side  effects.  His  parents 
made  a  desperate  plea  for  him  to  return  home.  The  young  boy  had  a  very  good  chance  for 
recovery  if  he  remained  in  treatment,  but  without  it,  his  chances  for  recovery  were  slim.  The 
story  of  this  family  reminds  us  of  the  torment  of  so  many  undergoing  treatment,  and  how 
necessary  it  is  to  find  ways  to  ease  burdens  on  patients  and  their  families. 

The  NINR  programs  are  broad  in  scope  and  include  all  age  groups,  multiple  disease 
categories  and  participants  from  a  large  spectrum  of  the  population.  Because  of  the  alarming 
number  of  women  with  breast  cancer,  the  NINR  is  testing  a  behavioral  intervention  to  decrease 
nausea  and  vomiting  associated  with  chemotherapy.  In  the  future,  the  NINR  anticipates  focusing 
on  1)  strategies  to  facilitate  treatment  decision-making;  2)  interventions  to  manage  physical 
symptoms  associated  with  medical  treatment,  such  as  fatigue,  lymphedema,  nausea,  vomiting  and 
pain;  and  3)  strategies  to  promote  the  integration  of  cancer  treatment  experience  into  daily  life. 

National  Institute  of  Mental  Health  (NIMH) 

The  NIMH  celebrates  a  special  anniversary  this  year.  FY  1996  will  mark  50  years  since 
the  institute  first  became  a  part  of  the  National  Institutes  of  Health  Over  the  past  five  decades 
tremendous  progress  has  been  made  in  understanding,  treating,  and  preventing  mental  disorders  as 
well  as  overcoming  the  stigma  of  mental  illness. 

One  top  research  priority  for  the  NIMH  is  studying  mental  disorders  in  children  and 
adolescents.  Since  approximately  one  in  10  adults  experiences  mental  illness  with  some  disability 
during  the  course  of  a  year,  it  is  very  important  to  investigate  the  first  onset  of  disorders  as  an 
opportunity  to  prevent  progression  and  lasting  consequences  in  adulthood.  Because  some 
children  are  able  to  develop  coping  skills  early  in  their  lives  and  as  a  result  remain  free  from  the 
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affects  of  mental  disorders,  it  is  vital  to  understand  the  biological,  psychological,  and  social 
factors  which  promote  resilience  in  children.  Analyzing  adolescent  depression  as  a  risk  factor  for 
adult  depressive  disorders  is  one  example  of  ongoing  investigations. 

The  NIMH  is  also  focusing  research  efforts  on  racially  and  ethnically  defined  populations 
to  understand  the  cultural  differences  in  the  expression  of  symptoms,  resulting  in  misdiagnoses 
and  inappropriate  treatment.  Two  research  directions  aimed  at  minority  populations  include 
studies  of  ethnically  defined  populations  as  they  respond  to  psychoactive  drugs,  and  cultural 
manifestations  of  depressive  illness. 

Other  areas  of  social  research  conducted  at  the  NIMH  include  studies  that  examine 
homelessness  and  the  mentally  ill.  About  one  third  of  the  homeless  population  is  estimated  to 
have  severe  psychotic  disorders  such  as  schizophrenia,  severe  depression,  manic-depressive 
disorder,  or  paranoia.  NIMH  is  also  studying  the  frequency  of  mental  illness  and  substance  abuse 
problems  among  homeless  women  who  have  a  history  of  physical  and/or  sexual  abuse. 

National  Institute  of  Alcohol  Abuse  and  Alcoholism  (NIAAA) 

The  abuse  of  alcohol  is  responsible  for  more  economic  and  social  damage  than  almost  any 
other  health  problem.  NIAAA  reports  that  about  14  million  Americans—almost  10  percent  of 
adults— meet  diagnostic  criteria  for  alcohol  abuse  or  alcoholism  at  a  cost  of  $98.6  billion  a  year  in 
morbidity,  mortality,  and  economic  vitality. 

Significant  progress  has  been  made  by  the  NIAAA  in  the  area  of  fetal  alcohol  syndrome 
and  fetal  alcohol  effects.  It  is  important  that  NIAAA  researchers  continue  to  develop  prevention 
and  intervention  efforts  to  ensure  that  all  women  are  aware  of  the  detrimental  effects  to  a  fetus 
caused  by  alcohol,  and  that  they  have  effective  programs  to  help  them  change  their  behavior. 

National  Institute  on  Drug  Abuse 

NIDA  has  recently  announced  a  very  important  public  policy  goal  for  the  year  2000  which 
we  would  like  to  reiterate  here.  NIDA's  research  has  clearly  demonstrated  that  "drug  use  is  a 
preventable  behavior  and  that  addiction  is  a  treatable  disease."  Unfortunately,  the  misperception 
persists  that  addiction  is  purely  a  social  problem,  to  be  dealt  with  only  through  social  programs  or 
through  the  criminal  justice  system.  NIDA's  goal  is  to  replace  ideology  with  the  findings  of 
scientific  research-  that  although  the  initial  act  of  drug  taking  is  voluntary,  drug  addiction  is  a 
chronic  relapsing  disease  of  the  brain.  NIDA  will  expand  its  efforts  to  educate  the  public  and 
policy  makers  about  what  science  tells  us  about  the  true  nature  of  drug  addiction. 

Since  NIDA's  researchers  have  proven  that  drug  abuse  is  a  treatable  disease,  the  institute 
is  committed  to  improving  treatment.  What  treatments  work,  for  whom,  and  under  what 
circumstances  are  questions  NIDA  grapples  with  daily.  Conservative  estimates  show  that  for 
every  $1  invested  in  addiction  treatment  programs,  there  is  a  return  of  $4  to  $7  in  reduced  drug- 
related  crime,  criminal  justice  costs,  and  theft  alone.  With  this  kind  of  investment  return,  it  is  easy 
to  see  why  NIH,  and  particularly  NIDA,  should  remain  a  top  priority  for  federal  funding. 

Again,  thank  you  for  the  opportunity  to  present  COSSA's  views  on  the  invaluable  social 
and  behavioral  research  being  conducted  at  the  NIH.  Your  continued  support  for  these  programs 
is  vital  to  the  mission  of  the  NIH.  We  hope,  within  the  constraints  imposed  upon  the 
Subcommittee,  that  you  will  be  generous  to  the  NIH  in  its  FY  1996  appropriation,  so  that  it  will 
remain  the  world's  premier  biomedical  and  behavioral  research  institution. 
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STATEMENT  OF  THE  CONVENTION  OF  AMERICAN  INSTRUCTORS  OF 
THE  DEAF  [CAID] 

The  Convention  of  American  Instructors  of  the  Deaf  (CAID)  is  the  oldest  professional  association 
for  educators  of  the  deaf  in  the  United  States.  We  have  been  in  existence  for  144  years  and  our 
membership  is  comprised  of  teachers,  supervisors,  administrators,  and  other  personnel  who  ably 
serve  students  who  are  deaf  or  hard-of-hearing  from  birth  through  adulthood.  These  services  are 
provided  in  a  number  of  school  and  community  based  settings,  ranging  from  "regular"  education 
classrooms  to  special  programs,  classes,  and  schools.  The  purpose  of  our  organization  is  to 
promote  the  education  of  all  deaf  and  hard-of-hearing  students  and  to  serve  as  a  professional 
organization  of  individuals  engaged  in  the  education  of  deaf  and  hard-of-hearing  students  in  the 
United  States.  As  part  of  our  focus  on  achieving  quality  programming,  CAID,  in  cooperation  with 
the  Conlerence  of  Educational  Administrators  Serving  the  Deaf  (CEASD),  publishes  the 
American  Annals  of  the  Deaf,  a  professional  journal  founded  in  1847  and  dedicated  to  quality  in 
education  and  related  services  for  children  and  adults  who  are  deaf  or  hard-of-hearing. 


1 .  CAID  recommends  full  funding  for  the  Individuals  with  Disabilities 
Education  Act  (State  and  Local  Grant  Programs  •  P.L.  94-142) 

Approximately  80  percent  of  students  who  are  deaf  or  hard-of-hearing  in  the  United  States  are 
educated  in  mainstream  programs.  This  form  of  education  has  proven  useful  to  deaf  and  hard-of- 
hearing  students  with  strong  family  support  and  communication,  access  to  deaf  culture  through 
noneducational  setting  (like  social  and  support  groups),  and  sufficient  communication  skills  to 
enable  them  to  socialize  adequately  with  their  hearing  peers.  The  IDEA  constitutes  the 
central  vehicle  through  which  the  federal  government  maintains  a  partnership 
with  the  states  and  localities  to  provide  an  appropriate  education  for  all  deaf  and 
hard-of-hearlng  children  requiring  special  education  and  related  services.  The 
original  fiscal  promise  of  P.L.  94-142  was  determined  by  the  funding  formula,  which  at  40  percent 
of  the  national  average  per  pupil  expenditure  (NAPPE)  times  the  number  of  children  being  served 
would  have  been  generating  approximately  $9.37  billion  for  FY  1994.  Actual  appropriations  have 
never  provided  more  than  12  percent,  and  often  much  less.  As  a  result,  the  financial  burden  of 
providing  children  who  are  deaf  and  hard-of-hearing  with  an  appropriate  education  has  fallen  on 
states,  and  increasingly,  local  governments. 

In  current  economic  times,  these  budgets  are  strained  to  their  limits.  The  local  education 
tax  is  the  single  tax  subject  to  direct  local  vote.  When  this  tax  is  not  supported  locally  by  already 
overburdened  middle  class  tax  payers,  deaf  and  hard-of-hearing  children  are  among  the  first  to 
suffer.  They  are  placed  in  programs  which  cannot  provide  the  special  services  they  need,  such 
as:  teachers  of  the  deaf,  interpreters,  note-takers,  tutors  who  can  sign,  speech  teachers,  and 
auditory  training.  When  a  single  deaf  of  hard-of-hearing  student  is  placed  in  the  school  nearest 
home,  it  is  very  expensive  for  that  school  to  provide  full  services.  Unsuspecting  parents  may 
support  these  arrangements  because  they  want  their  children  in  the  schools  closes  to  home,  or 
are  unaware  of  the  academic  potential  of  their  children.   The  federal  government  must 
guide  the  states  by  funding  necessary  services.    CAID  believes  that  all  children 
have  the  right  to  be  educated  to  their  full  potential.  This  can  only  be 
approached  If  IDEA  Is  fully  funded. 

2.  CAID  supports  an  appropriation  of  $175  million  for  the  Education  of 
Children  with  Disabilities.  (State  Operated  Programs     P.L.  89-313). 

Educating  the  Nation's  population  of  students  who  are  deaf  and  hard-of-hearing  requires  that  a 
full  range  of  programming  options  be  available.  The  "continuum  of  placement  options"  allows 
providers  of  special  education  services  to  educate  deaf  and  hard-of  hearing  students  in  an  array  of 
placements,  depending  on  each  child's  unique  abilities  and  needs.  While  education  In  the 
mainstream  is  a  viable  and  appropriate  option  for  many  students  who  are  deaf  or  hard-of  hearing, 
for  some  students  this  type  of  placement  might  not  be  the  Least  Restrictive  Environment  (LRE) 
for  the  child.  In  October,  1992  The  United  States.  Department  of  Education  (DOE)  issued  a 
policy  guidance  suggesting  that  for  some  deaf  children  the  LRE  might  be  a  school  for  the  deaf.  In 
February,  1994  the  Director  of  the  Office  of  Special  Education  Programs,  Issued  a  memorandum 
addressed  to  Chief  State  School  Officers,  calling  attention  to  this  policy  document  and  stating  that 
placements  must  be  made  on  the  basis  of  individual  needs.  As  stated  in  this  policy  guidance 
placement  must  take  into  consideration  the  child's  academic,  social,  emotional,  cultural,  and 
communication  needs.  For  some  deaf  and  hard-of  hearing  students  the  mainstream  environment 
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does  not  provide  an  appropriate  level  of  communication  access  and  their  participation  in  the  lull- 
range  of  academic,  cultural,  social  and  leadership  development  activities  is  limited  or  actually  non- 
existent. In  a  school  for  the  deaf  these  students  would  benefit  from  a  higher  level  of 
communication  and  language  access  and  be  able  to  participate  in  a  full  range  of  academic  and 
extra-curricular  activities.  They  would  also  be  able  to  engage  in  classroom  discussions  and  make 
presentations  without  depending  on  the  intervention  of  a  third  party  (e.g.,  Interpreter)  to  facilitate 
communication.  For  these  students  the  school  for  the  deaf  provides  them  with  a  Free  and 
Appropriate  Public  Education  (FAPE)  in  the  LRE.  Individuals  educated  In  these  environments 
often  view  their  deafness  as  part  of  their  human  experience,  instead  of  as  a  biological 
manifestation.  They  identify  themselves  as  members  of  a  cultural  and  linguistical  micro-culture 
group,  and  they  do  not  endorse  or  subscribe  to  the  medical  model  which  classifies  them  as 
deficient.  Like  many  other  Americans,  these  individuals  graduate  from  schools  and  colleges, 
obtain  meaning  full  employment,  marry  and  raise  children,  participate  in  social  organizations  (e.g., 
deaf  clubs  and  community  events)  in  the  Deaf  community  and  larger  hearing  community,  own 
houses,  buy  and  sell  stocks  and  bonds,  vote,  and  pay  taxes.  For  these  reasons,  CAID 
recommends  that  all  state -operated  and  state-supported  schools  should  continue  to  be 
supported  by  P.L.  89-313. 

3.  CAID  recommends  funding  for  the  Individuals  with  Disabilities  Education 
Act  (JDEA)  Special  Education  Personnel  Development  (SEPD)  at  a  level 
of  $114  million. 

There  currently  exists  a  shortage  of  qualified  providers  of  special  education  and  related  services, 
as  It  pertains  to  the  education  of  students  who  are  deaf  or  hard-ot-hearing.  Most  notable  is  a 
significant  shortage  of  qualified  and  certified  interpreters  that  threatens  the  ability  of  states  and 
localities  to  provide  programming  for  deaf  and  hard-of-hearing  students  in  regular  education 
classrooms.  There  is  also  a  critical  shortage  of  educators  who  themselves  are  deaf  or  hard-of- 
hearing,  and  who  often  serve  as  role  models  for  these  students.  Students  who  are  deaf-or  hard- 
of-hearing  are  entitled  to  the  services  of  an  array  of  qualified  and  certified  personnel  including 
specially  trained  teachers  who  can  communicate  in  the  child's  language  and  mode  of 
communication,  teachers  of  American  Sign  Language,  school  counselors  with  whom  they  can 
have  direct  communication  access,  interpreters,  note-takers,  speech  and  language 
teachers/pathologists,  and  parent  educators.  The  purpose  of  SEPD  (Part  D,  Sections  631  and 
632  of  the  IDEA)  is  to  provide  for  development  of  an  adequate  supply  of  qualified  service 
providers  as  described  above.  For  this  reason  CAID  recommends  an  appropriation  of  $1 14  million 
for  FY  1995,  and  also  recommends  an  increment  of  5  percent  annually  over  the  duration  of  the 
IDEA  reauthorizationcycle. 

4.  CAID  recommends  an  appropriation  of  $15  million  In  FY  1996  for  the 
Individuals  with  Disabilities  Education  Act  (IDEA  )  Special  Education 
Technology 

With  the  advent  of  the  Information  Highway  a  significant  number  of  new  technologies  are 
expected  to  emerge,  many  with  implications  for  the  education  of  students  with  disabilities.  These 
technologies,  as  they  emerge,  must  be  examined  for  their  potential  to  enhance  special  education 
programming  for  deaf  and  hard-of-hearing  students.  An  example  of  this  might  be  voice  and/or 
sign  to  text  technologies  which  could  have  profound  implications  for  educating  students  who  are 
deaf  or  hard-of-hearing  in  both  mainstream  and  separate  schools.  As  these  technologies 
emerge,  and  are  developed,  efforts  must  be  undertaken  to  advance  their  use  in  classrooms, 
schools,  and  communities.  Students  who  are  deaf  or  hard-of-hearing  also  benefit  from  and  need 
a  variety  of  existing  technologies.  Enhanced  telecaptioning  of  television  and  motion  pictures 
greatly  impacts  on  the  education  of  these  students,  and  open  the  doors  to  new  and  exciting 
educational  opportunities.  Technological  support  for  students  who  are  deaf  or  hard-of-hearing  is 
essential  if  their  potential  as  individuals  and  scholars  is  to  be  fully  realized. 

5.  CAID  recommends  an  appropriation  of  $114  million  In  FY  1996  for  the 
Individuals  with  Disabilities  Education  Act  (IDEA)  Centers  and 
Services  for  Deaf-Blind  Children. 

Deaf  -blind  individuals  often  require  specialized  services  that  extend  beyond  the  level  of  services 

provided  to  children  who  are  either  deaf  or  blind.  The  implications  of  their  dual  sensory  loss  Is 
enormous  and  there  is  clearly  a  need  to  continue  assisting  state  and  local  agencies  in  their  quest 

to  adequately  serve  this  population.  There  are  currently  6,400  students  who  have  been 
identified  and  may  benefit  from  continued  funding  of  this  provision  (Part  C.  Sec.  622  of  the  IDEA). 
The  appropriation  level  recommended  by  the  CAID  is  consistent  with  a  level  of  funding,  on  a  per 

student  basis,  that  would  be  considered  reasonable  for  a  modest  sized  school  district  with  a 
population  of  non-disabled  students.  This  provision  of  the  IDEA  has  been  greatly  underfunded 
and  this  situation  needs  to  be  promptly  rectified. 
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STATEMENT  OF  RUTH  ROTHSTEIN,  CHIEF,  COOK  COUNTY  BUREAU  OF 
HEALTH  SERVICES,  ON  BEHALF  OF  THE  COOK  COUNTY/RUSH 
HEALTH  CENTER 

Thank  you,  Mr.  Chairman,  for  the  opportunity  to  submit  testimony  on  behalf 
of  the  Cook  County/Rush  Health  Center,  which  will  be  located  in  Chicago,  Illinois. 


I.      The  Need  for  Community  Partnerships  To  Combat  the  HIV/AIDS  Epidemic 

While  the  federal  government  can  and  will  provide  leadership  in  the  battle 
against  AIDS  and  other  communicable  diseases,  these  afflictions  will  ultimately  be 
conquered  at  the  local  level.  Therefore  this  nation  is  in  dire  need  of  a  community- 
based  commitment  to  develop  and  coordinate  the  complex  medical  and  social 
interventions  necessary  to  effectively  address  these  devastating  diseases. 

I  would  like  to  present  to  you  an  innovative  community-based,  public-private 
partnership  located  in  the  Chicago  metropolitan  area.  Cook  County  Hospital  and 
Rush-Presbyterian-St. Luke's  Medical  Center  have  combined  their  resources  to 
develop  the  Cook  County/Rush  Health  Center:  A  Partnership  for  the  Prevention, 
Care  and  Research  of  Communicable  Diseases. 

As  of  September  30,  1994,  there  have  been  13,532  cumulative  cases  of 
AIDS  reported  in  Illinois,  with  88  percent  of  the  cases  in  the  Metropolitan  Chicago 
area.  Cases  of  HIV  and  AIDS  in  Cook  County,  Illinois  have  more  than  doubled 
since  1988.  The  Chicago  Department  of  Public  Health  reports  that  the  growth  of 
the  AIDS  epidemic  for  the  most  recent  years  has  been  approximately  20  percent 
year  to  year.  It  is  estimated  that  the  total  HIV  population  in  the  Chicago  Eligible 
Metropolitan  Area  (EMA)  is  over  30,000  men,  women  and  children.  Equally 
alarming  are  the  statistics  for  tuberculosis  and  sexually  transmitted  diseases. 
Between  1988  and  1993,  there  was  a  14  percent  increase  in  Illinois  of  reported 
cases  of  tuberculosis,  78  percent  of  which  were  in  Cook  County.  In  15  percent  of 
the  cases  of  tuberculosis  in  Chicago,  the  patient  also  has  AIDS. 

Likewise,  sexually  transmitted  diseases,  which  increase  the  likelihood  of  HIV 
transmission  at  least  three  to  five  fold,  have  increased  at  alarming  rates  since  the 
mid  1980's.  An  overwhelming  majority  of  reported  syphilis  and  gonorrhea  cases  in 
Illinois  are  in  Cook  County  -  comprising  84  percent  of  the  syphilis  cases  and  72 
percent  of  the  cases  of  gonorrhea  in  1993.  Chlamydia  has  increased  nearly  five 
fold  since  1987  when  it  became  reportable  as  a  sexually  transmitted  disease  in 
Illinois.  Yet,  regardless  of  these  dramatic  statistics  and  obvious  public  health  need, 
no  comprehensive  community-based  system  of  specialized  outpatient  care  and 
support  services  is  in  place  to  help  reduce  unnecessary,  disruptive,  and  costly 
hospitalization  while  maintaining  the  quality  of  life  for  people  with  HIV. 

Currently,  Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical 
Center  treat  most  of  Chicago's  medically  underserved  HIV/AIDS  population,  over 
85  percent  of  whom  are  minority  patients.  The  number  of  new  AIDS  cases 
continues  to  rise  substantially,  particularly  among  Chicago's  minority  population. 
In  1993  alone,  1,728  cases  of  AIDS  were  diagnosed  in  the  City  of  Chicago.  The 
epidemic  was  initially  located  in  the  white  community,  but  has  since  shifted 
dramatically.  Since  1990,  the  number  of  cases  occurring  among  African 
Americans  surpassed  the  number  of  cases  occurring  among  Caucasians,  and  in 
1992  and  1993,  more  than  half  the  number  of  cases  occurred  among  African 
Americans.  The  number  of  cases  among  Hispanics  comprise  20  percent  of  the 
population,  13  percent  of  cumulative  AIDS  cases,  and  13  percent  of  the  1993 
diagnosed  cases. 
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Cook  County  Hospital  cares  for  approximately  30  percent  of  the  HIV 
population  receiving  care  in  the  Chicago  area.  Cook  County  Hospital  treats  75 
percent  of  infected  women  and  25-30  percent  of  infected  children  in  the  City  of 
Chicago.  Estimates  project  that  by  2000,  the  census  at  Cook  County  Hospital's 
outpatient  HIV  clinics  will  increase  almost  five-fold  at  75,000  visits  per  year.  In 
the  face  of  this  crisis,  existing  facilities,  such  as  Cook  County  Hospital's  outpatient 
HIV  clinics  and  Rush-Presbyterian-St.  Luke's  Medical  Center's  Infectious  Disease 
Outpatient  Clinic,  simply  do  not  have  the  space  or  are  not  fully  equipped  to  provide 
comprehensive  diagnosis,  treatment  and  support  services. 

The  Cook/Rush  Health  Center  will  provide  a  vital,  yet  currently  missing,  link 
between  primary  care  providers  and  the  sophisticated  medical  services  of 
institutions  like  Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical 
Center.  The  Center  will  also  be  a  hub  linking  the  growing  network  of  public  and 
private  community-based  health  care  providers,  helping  them  to  avoid  duplication 
of  services. 

II.      Cook  County/Rush  Health  Center:  A  Unique  Community  Partnership 

In  order  to  meet  the  need  for  care  and  support  services  for  AIDS  patients, 
coordination  with  community-based  providers  is  essential  to  avoid  wasteful  and 
costly  duplication.  The  Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's 
Medical  Center  have  recognized  this  need  and  combined  their  resources  to  develop 
the  Cook  County/Rush  Health  Center:  A  Partnership  for  the  Prevention,  Care  and 
Research  of  Communicable  Diseases. 

The  Center  will  be  a  unique,  specialized  health  center  for  prevention, 
diagnosis,  treatment,  and  clinical  research  of  HIV/AIDS  and  related  communicable 
diseases.  This  state-of-the-art,  free-standing  outpatient  facility  will  combine  and 
expand  the  capabilities  of  both  institutions.  The  Cook  County/Rush  Health  Center 
represents  an  investment  in  an  essential  piece  of  the  public  health  infrastructure  of 
Chicago  and  will  serve  as  the  referral  and  resource  hub  for  the  growing  network  of 
public  and  private  community-based  health  care  providers  in  the  metropolitan  area. 
It  will  add  a  missing  link  in  AIDS  care  -  an  outpatient  specialty  care  center  that 
offers  an  array  of  services  to  community-based  providers  and  individuals.  It  will 
transform  the  delivery  of  care  by  providing,  in  a  single  location,  specialized  care, 
access  to  clinical  research  trials  and  prevention  services  that  have  not  been 
available  elsewhere  in  the  community.  For  example,  physicians  and  community- 
based  providers  can  refer  patients  to  the  Center  for  special  procedures  such  as 
bronchoscopies,  to  participate  in  clinical  research  trials,  or  to  ensure  a  definitive 
diagnosis.  Patients  can  then  return  to  their  own  doctors  or  clinics  in  their 
community  for  continuing  care.  Additional  services  will  include  prevention, 
education,  clinical  trials,  and  24-hour  consultation. 

On-site  support  services  and  specialty  care  will  be  available  for  individuals 
and  families  confronting  HIV  disease.  Among  other  services  the  Center  will  offer: 

•  a  prevention  and  education  program 

•  a  screening  and  treatment  clinic 

•  a  comprehensive  HIV  primary  care  center 

•  specialized  pediatric  and  obstetric/gynecological  care  for  infected  women 
and  their  families  -  at  the  same  time  and  in  the  same  setting 

•  a  clinical  research  center 

•  complementary  therapies  such  as  acupuncture  and  message  therapy  to  help 
HIV-infected  persons  manage  physical  and  mental  stress 

•  nutritional  services 

•  case  management  services,  including  referrals  for  in-home  nursing  care,  day 
and  respite  care,  hospice  care  and  legal  and  financial  services. 
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In  addition  to  treatment,  the  Center  will  provide  multi-disciplinary  training  in 
specialized  services  for  HIV  to  physicians  and  other  health  care  professionals, 
including  clinical  care,  lectures,  clinic  observations,  and  psychosocial  interventions. 

The  new  center  will  be  located  in  a  neighborhood  on  Chicago's  Westside 
Medical  Campus.  This  location  is  convenient  to  share  the  personnel  and  resources 
of  both  hospitals  and  is  readily  accessible  by  public  transportation.  Currently,  the 
area  is  underdeveloped  and  thus  will  also  benefit  economically  from  the  increased 
activity  the  Center  will  bring. 


III.  Cook  County  Hospital  and  Rush-Presbvterian-St.  Luke's  Medical  Center:  A 
Tradition  of  Excellence 

Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical  Center  are 
Illinois'  largest  public  and  private  hospitals.  Together  they  are  uniquely  qualified  to 
develop  and  operate  the  Center  to  respond  to  this  urgent  community  need. 

Cook  County's  HIV  Primary  Care  Center  has  achieved  a  level  of  expertise  in 
HIV  prevention,  model  services,  primary  care,  and  research  since  it  was  created  in 
1983.  Over  the  past  ten  years,  Cook  County  Hospital  has  cared  for  about  30 
percent  of  the  HIV  population  receiving  care  in  the  Chicago  area,  and  is  the  largest 
single  HIV  provider  in  the  Midwest.  The  HIV  Center  specializes  in  clinical  care, 
training,  and  basic  and  clinical  research.  In  1992  it  became  the  first  Center  of 
Excellence  for  the  Bureau.  As  recently  as  December  of  1994,  the  Cook  County 
HIV  Primary  Care  Center  was  recognized  by  the  Department  of  Health  and  Human 
Services  for  their  outstanding  leadership  in  providing  prevention  and  treatment 
services  to  Medicaid-eligible  women,  children,  and  adolescents  as  part  of  National 
AIDS  Awareness  Day. 

Rush-Presbyterian-St.  Luke's  Medical  Center  is  both  a  major  provider  of  HIV 
services  and  a  nationally  recognized  leader  in  clinical  HIV-related  research.  The 
Rush  team  also  coordinates  an  acclaimed  series  of  national  physician  training 
sessions  on  HIV  disease. 

Cook  County  and  Rush  currently  collaborate  on  HIV  research  through  the 
NIH-sponsored  AIDS  Clinical  Trial  Group  and  the  Women's  Interagency  HIV  Study. 
In  addition,  the  sections  of  Infectious  Disease  at  Cook  County  Hospital  and  Rush 
are  in  the  process  of  integrating  for  specialty  training  and  clinical  care. 
Collaborating  on  the  resources,  expertise  and  experience  of  the  two  hospitals,  the 
new  Health  Center  will  be  able  to  provide  the  most  comprehensive  and  expert  care 
available  anywhere  in  the  country. 

As  of  1994,  there  are  over  30,000  cases  of  HIV  and  AIDS  in  the  Chicago 
EMA.  Of  those  approximately  9,000  are  receiving  treatment  while  more  than 
21,000  are  not  receiving  care.  The  urgent  need  for  an  outpatient  HIV/AIDS  clinic 
is  best  illustrated  by  the  fact  that  one  out  of  every  ten  beds  at  Cook  County 
Hospital  is  occupied  by  a  person  with  HIV/AIDS.  It  is  further  estimated  that 
approximately  30  percent  of  these  patients  could  be  seen  on  an  outpatient  basis, 
rather  than  be  admitted  for  more  expensive  in-hospital  care,  if  such  specialized 
services  were  available. 

IV.  A  National  Prototype 

In  joining  forces  to  provide  efficient  and  effective  health  care  delivery,  this 
partnership  of  the  largest  public  and  private  hospitals  in  Illinois,  the  Cook 
County/Rush  Health  Center  will  address  a  critical  community  health  need  in  the 
Chicago  area.  At  the  same  time,  the  Center  will  be  a  prototype  institution, 
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pioneering  a  unique  approach  never  before  put  together  in  a  single  facility.    It  is 
clear  that  the  Cook  County /Rush  Health  Center  will  be  a  national  prototype  to 
manage  HIV/AIDS  and  other  communicable  diseases  for  health  care  initiatives 
looking  to  eliminate  duplication  and  promote  collaboration.  Other  cities  and  regions 
dealing  with  the  AIDS  epidemic  will  be  able  to  learn  from  and  apply  this  model  to 
their  own  community  needs. 

The  total  estimated  cost  to  construct  the  Cook  County /Rush  Health  Center  is 
$30  million.  The  Cook  County  government  has  agreed  to  provide  the  land  for  the 
Center.  In  addition,  approximately  one-half  of  the  total  project  cost  will  be  raised 
from  private  and  non-federal  funds.  While  seeking  special  federal  assistance  for 
building  the  facility,  the  two  cooperating  hospitals  will  provide  the  staff,  services, 
and  other  operational  costs  for  the  Center  from  their  own  resources. 

In  light  of  this  Subcommittee's  support  for  unique  public  health  initiatives, 
we  are  requesting  that  you  include  $10  million  for  the  establishment  of  the  Cook 
County/Rush  Health  Center  in  the  FY  96  Labor,  Health  and  Human  Services, 
Education  Appropriations  bill. 

Thank  you,  Mr.  Chairman,  for  your  consideration  of  our  request. 

STATEMENT  OF  CAROLYNN  REID-WALLACE,  SENIOR  VICE  PRESIDENT, 
EDUCATION,  CORPORATION  FOR  PUBLIC  BROADCASTING 

I  sit  before  you  this  morning  as  a  citizen  of  this  nation  who  wishes  to  thank  you,  Senator 
Cochran,  for  the  extraordinary  role  that  you  have  played  in  advocating  on  behalf  of  the  littlest 
citizens  of  Anierica--the  two-year  old  and  the  three-year  old,  who  cannot  vote,  but  because  of  your 
advocacy  have  the  extraordinary  potential  to  become  learned  and  productive  citizens.  I  sit  before 
you  as  a  person  who  understands  as  well  as  anyone  in  this  room  why  children-no  matter  what 
color,  ethnicity,  race,  or  creed-must  begin  school  ready  to  learn  .  As  a  black  woman,  as  a  mother, 
as  an  educator,  as  a  human  being  who  believes  fervently  in  the  power  of  knowledge  to  ignoble  and 
to  advance  a  people,  I  believe  in  the  need  to  educate  children  at  these  young  ages,  and  I  believe  in 
public  broadcasting's  commitment  and  capacity  to  fill  that  need. 

Every  day  in  every  state,  city,  small  town,  and  rural  community  across  the  United  States, 
the  Corporation  for  Public  Broadcasting  conducts  all  of  its  business  fueled  by  belief  in  a  constant 
educational  vision.  This  vision  speaks  to  public  broadcasting's  commitment  and  capacity  to  use  its 
existing  infrastructure  and  evolving  technologies  toward  education  of  the  highest  quality  for  all 
citizens-no  matter  who  they  are  or  where  they  live-on  a  non-fee-for-service  basis. 

Ready  To  Learn  is  public  broadcasting's  vision  at  work  in  the  world  of  very  young 
children,  their  parents,  and  their  caregivers.  In  a  real  and  profound  sense,  Ready  To  Learn  is  a 
national  education  program,  a  mighty  combination  of  the  best  that  public  broadcasting  has  to  offer- 
-on  and  off  the  air-marshalled  for  the  foundational  education  of  young  children. 

The  focus  of  Ready  To  Learn  is  children;  parents  and  caregivers  are  educated  as  well,  and 
their  efforts  and  energies  are  enlisted  in  the  education  of  their  children.  Public  broadcasting's 
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universal  access  fuses  with  the  power  of  television  itself,  the  proven  educational  power  of  PBS' 
children's  programming  and  the  power  of  public  broadcasting's  national  technological 
infrastructure  and  network  of  community  resources-351  public  television  stations-io  create  a 
lively,  solid  course  of  study  designed  to  help  all  children  begin  school  ready  to  learn,  and  to 
continue  to  experience  learning  in  school  positively  and  enthusiastically. 

In  the  last  decade  or  so,  research  has  made  clear  the  vital  importance  of  the  years  of  early 
childhood;  they  are  the  pivotal  gateway  to  many  aspects  of  further  development.  Children  who 
miss  out  on  key  steps  in  cognitive,  affective,  and  social  development  during  the  preschool  and 
early  school  years  are  most  likely  to  continue  missing-and  losing-all  the  way  through  school,  and 
perhaps  through  life.  On  the  other  hand,  children  who  in  those  critical  years  receive  age- 
appropriate  instruction,  reinforcement,  and  attention  tend  to  continue  learning  and  thriving.  These 
are  the  steps  by  which  all  young  children  become  ready  to  learn.  And  the  use  of  television  can  be 
a  primar>-  force  in  providing  this  essential  instruction  and  reinforcement.  In  Ready  To  Learn:  A 
Mandate  For  the  Nation.  Ernest  Boyer  identifies  the  importance  of  television  as  a  significant 
influencer  of  children.  "Next  to  parents,"  he  states,  "television  is  a  child's  most  influencial 
teacher."  Television  carries  this  influence  because,  among  other  factors: 

a  six-month-old  infant  watches  one  and  one-half  hours  of  television  per  day; 

•  a  five-year-old  watched  two  and  one-half  hours  of  television  per  day; 

•  by  the  time  a  child  enters  kindergarten,  he  or  she  is  likely  to  have  spent  4,000  hours 
in  front  of  a  television  set; 

•  all  told,  the  nation's  preschoolers  watch  a  total  of  14  billion  hours  of  television 
every  year. 

The  use  of  such  universal  and  commanding  technology  toward  the  education  and  benefit  of 
children  is  essential  ;  it  is  the  vision  and  the  work  of  public  broadcasting. 

As  a  result  of  CPB's  and  PBS's  commitments  to  Ready  To  Learn,  public  television— 
currently  in  its  first  year  of  Ready  To  Learn  Service-is  already  reaching  children,  parents,  and 
childcare  providers  in  half  of  the  families  in  America-in  46  million  homes  and  daycare  centers. 
They  arc  learning  through  the  potent  combination  of  television  programs,  educational  messages, 
printed  guides  and  other  learning  materials,  free  books  for  children,  and  workshops  for  parents, 
daycare  providers,  and  pre-school  teachers.  Ready  To  Learn  is  only  nine  months  old.  and  already 
the  results  are  impressive. 

Daycare  providers  in  Boston  neighborhoods  report  that  as  a  result  of  training  they  have 
received  from  WGBH's  Ready  To  Learn  Service,  they  arc  beginning  to  see  themselves— rightly—as 
important  teachers  of  the  children  in  their  care,  placing  more  value  on  themselves  and  on  their 
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work.  Moreover,  the  children  in  their  care  often  ask  to  be  read  books  that  they  have  seen  on 
Reading  Rainbow  or  Storytime.  They  are  exposed  to  literature  from  a  variety  of  sources-video, 
television,  books,  and  storytelling-and  therefore  have  this  necessary  step  toward  literacy. 

Children  in  Miami,  in  Charleston,  WV,  in  towns  across  Massachusetts  and  across  the 
country  are  learning  through  the  combined  power  of  these  elements: 

•An  average  of  8  hours  of  continuous  children's  programming  of  the  highest  quality, 
focused  on  the  cognitive  and  social  development  of  boys  and  girls  from  many  different  social, 
cultural,  and  geographic  backgrounds.  These  programs  include  Sesame  Street.  Barney  and 
Friends.  Mister  Rogers'  Neighborhood.  Reading  Rainbow,  and  others  which  research  has 
repeatedly  shown  do  in  fact  educate  children.  The  1993  National  Household  Education  Survey  is 
the  most  recent  in  a  series  of  research  studies  which  have  found  that  these  programs  do  indeed 
have  a  broad  and  diverse  audience,  and  that  they  do  indeed  teach.  Eighty-eight  percent  (88%)  of 
all  pre-schoolers  and  eighty  percent  (80%)  of  all  kindergarten  students  in  the  United  States  watch 
one  or  more  of  these  programs,  regardless  of  their  parents'  level  of  education  or  income. 
These  pre-school  children-this  88%  who  watch  these  programs  on  PBS--are  more 
likely  to   be  able  to  identify  colors  by  name,  count  to  twenty,  recognize  letters  of 
the  alphabet,  and  tell  connected  stories  when  pretending  to  read  than  the  pre- 
schoolers who  do  not  watch  these  programs. 

•A  series  of  lively,  educational,  between-program  messages  for  children  and  adults 
presents  a  seamless  and  uninterrupted  block  of  learning.  Instead  of  commercials,  children  watch 
these  compelling  and  energetic  breaks  and  learn  ways  to  gather  information,  try  new  things,  ask 
for  help  from  an  adult,  and  complete  tasks. 

•Learning  guides  and  educational  materials  are  distributed  to  parents,  children,  and  other 
caregivers.  The  materials  focus  on  children  while  strongly  encouraging  a  dynamic  and  positive 
interaction  between  child  and  adult.  These  resources,  developed  and  tested  by  early  childhood 
experts,  reflect  sound  educational  principles,  and  are  designed  to  help  adults  extend  their 
children'stelevision  learning  through  reading,  reasoning,  and  other  home  follow-up  activities 
which  promote  continuing  intellectual  curiosity  and  family  literacy. 

•New,  free  books  for  children  who  have  never  owned  books  of  their  own  have  been 
introduced  as  a  result  of  the  Corporation  for  Public  Broadcasting's  partnership  with  First  Book,  a 
national  non-profit  organization  dedicated  to  providing  new  books  to  disadvantaged  children.  Each 
month  children  can  select  and  keep  new  books  of  their  own  choosing  at  several  Ready  To 
Learn  sites.  These  books  are  often  distributed  at  station-sponsored  family  events  at  which  parents 
and  children  read  together. 
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•Workshops  organized  by  each  local  PBS  station  through  partnerships  with  local 
community  groups  such  as  Head  Start,  AARP,  Even  Start,  and  local  schools  and  libraries  are 
provided  for  parents,  daycare  providers,  pre-school  teachers,  and  other  members  of  the  community 
in  order  to  introduce  them  to  ways  to  use  children's  television  programming,  related  materials, 
books,  and  local  library  and  educational  initiatives  to  help  their  children  get  ready  to  learn.  These 
workshops  arc  led  by  the  station's  Ready  To  Learn  Coordinator  or  another  highly  qualified 
community  resource-pre-school  teacher,  children's  librarian,  or  teacher  educator. 

At  Ready  To  Learn' s  ten  pilot  sites,  from  last  July  through  December,  five  thousand 
parents  and  daycare  providers  participated  in  learning  workshops,  and  tens  of  thousands  received 
printed  educational  materials  in  the  mail  or  through  partnering  community  organizations.  At  First 
Book's  three  Ready  To  Learn  pilot  sites,  67,000  new  books  have  been  distributed  to  children 
during  that  period. 

The  most  unready  to  learn  children  in  America  are  geographically  distributed  across  both 
large  and  small,  urban  and  rural  population  centers.  Only  sixty-six  percent  (66%)  of  America's 
households  receive  cable,  and  that  at  an  average  cost  of  $250  per  year.  More  than  one-half  of  the 
households  with  income  levels  below  $20,000  do  not  receive  cable.  In  contrast,  public 
broadcasting  offers  virtually  universal  reach  to  the  nation;  ninety-nine  percent  (99%)  of  all 
households  receive  a  public  television  signal.    Ready  To  Learn  is  a  high  quality  national  education 
program  accessible  to  all  of  America's  children  regardless  of  the  economics  of  their 
neighborhoods,  in  part  because  the  broadcast  technology  is  simple  and  cost  effective.  Ninety-nine 
percent  (99%)  of  our  households  have  access  to  public  television,  and  all  children  in  those 
households,  their  parents  and  their  caregivers,  should  receive  the  benefit  of  Ready  To  Learn. 

STATEMENT  OF  JOSEPH  A.  SPAGNOLO,  JR.,  SUPERINTENDENT  OF  EDU- 
CATION, ILLINOIS  STATE  BOARD  OF  EDUCATION,  ON  BEHALF  OF 
THE  COUNCIL  OF  CHIEF  STATE  SCHOOL  OFFICERS 

Mr.  Chairman  and  Members  of  the  Subcommittee,  on  behalf  of  all  of  the  State 
Superintendents  and  Commissioners  of  Education,  I  thank  you  for  this  opportunity  to  present 
recommendations  on  the  ways  in  which  your  decisions  for  appropriations  in  both  Fiscal  Year 
1995  and  Fiscal  Year  1996  can  make  federal  education  programs  much  more  effective  in 
improving  student  achievement. 

Mr.  Chairman,  I  would  like  to  open  with  good  news  about  how  helpful  the  Goals 
2000  program  is  for  Illinois.  Goals  2000  was  launched  July  1,  1994  with  no  regulations  and 
a  short  application.  We  applied  in  mid-August  and  the  U.S.  Education  Department  awarded 
our  grant  on  September  14.  Our  RFP  for  subgrants  to  local  districts  was  distributed  in 
November.  The  local  response  has  been  enthusiastic,  with  160  school  districts  applying  for 
funds  totalling  $7.9  million.  However,  we  have  only  $2.3  million  available  for  local  grants 
this  school  year.  This  enables  awards  of  approximately  20  grants  to  localities  for  individual 
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school  improvement  plans;  $350,000  in  grants  to  local  education  agencies  in  cooperation 
with  institutions  of  higher  education  to  improve  teacher  preparation;  and  $580,000  for  up  to 
10  professional  development  proposals.  Our  districts  are  moving,  and  we  are  ready  to  use 
$14  million  (90%)  of  the  funds  appropriated  for  FY  1995  grants  to  advance  progress  in  those 
districts  with  initial  awards,  and  to  add  approximately  120  more  districts  as  we  expand  this 
grassroots  reform  effort  to  improve  student  achievement  in  all  964  Illinois  districts.  . 

This  Congress  and  your  Committee  is  undertaking  a  fundamental  reexamination  of 
federal  program  impact  and  of  ways  to  create  a  new  federal-state-local  partnership  for 
education  by  reshaping  the  federal  role  through  consolidation  or  block  grants.  Your 
decisions  on  appropriations  can  help  reach  the  objective  even  in  advance  of  any  revised 
authorizations  or  education  program  consolidation. 

Federal  investment  in  education  is  most  effective  if  states  and  localities  do  four 
things:  1)  Set  clear  and  challenging  standards  for  student  achievement;  2)  Have  sound, 
comprehensive  plans  for  use  of  federal  dollars;  3)  Merge  federal  dollars  with  state  and 
local  funds  intended  for  the  same  students  and  purposes;  and  4)  Have  reliable  testing  and 
accountability  systems  in  place  to  know  whether  standards  are  met  and  all  students  are 
progressing. 

These  four  conditions  are  precisely  what  states  and  local  school  districts  are 
establishing  now  under  the  Goals  2000,  Tide  ID.  Under  this  legislation,  48  states  and  extra- 
state  jurisdictions  are  already  using  grants  to  set  their  own  standards;  plan  for  connecting 
federal,  state  and  local  funds;  support  local  innovations;  and,  improve  their  testing  systems. 
The  states  are  consolidating  programs  and  preparing  waivers  for  the  first  time  under  this 
federal  legislation.  Six  states  will  have  authority  under  the  "super  flexibility"  provisions  to 
take  on  the  powers  of  the  U.S.  Secretary  of  Education  in  approving  consolidations  and 
waivers  of  their  own  programs. 

Under  Goals  2000  and  the  Improving  America's  Schools  Act  (IASA),  states  are 
establishing  a  new  partnership  with  the  federal  government.  IASA  permits  much  program 
consolidation.  Local  districts  can  merge  programs;  states  can  consolidate  all  of  their 
administrative  funds.  This  flexibility  and  program  integration  enables  "bottom  up"  reform  ~ 
classroom  by  classroom,  school  by  school,  district  by  district,  and  state  by  state  —  tailored 
to  what  parents  and  communities  want.  These  new  Acts  provide  for  education  the 
equivalent  of  federal  block  granting  for  other  services.  If  the  Congress  were  to  adopt  a  new 
education  block  grant  program  tomorrow,  Congress  would  ask  states  and  localities  put  in 
place  what  they  are  already  doing  under  Goals  2000  and  IASA. 

Three  major  appropriations  actions  are  needed  to  improve  student  achievement 
through  the  new  federal-state-local  partnership: 

1 .  First,  retain  the  $400  million  FY  1995  appropriation  for  Goals  2000  to  expand 
the  number  of  school  districts  participating  and  help  states  and  localities  establish  standards, 
assessments  and  program  consolidation.  We  know  this  appropriation  is  an  increase  in  a  year 
in  which  there  is  tremendous  pressure  for  decreases.  1995  is  a  critical  year  to  help  districts 
and  states  act  to  achieve  the  National  Education  Goals.  The  increase  is  justified  because  it 
supports  cutting  edge  work  to  get  higher  returns  from  current  federal  and  state  programs. 
In  FY  1996,  as  Congress  moves  toward  even  more  program  consolidation,  we  urge  you  to 
expand  support  for  Goals  2000  as  the  short  term  investment  in  change  strategy,  which 
business  uses  so  successfully,  to  give  states  and  localities  much  more  mileage  from  existing 
funds  under  other  federal  programs.  In  our  state,  the  increase  is  needed  to  help  the  400  local 
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school  districts  which  have  neither  state  nor  federal  school  improvement  funds  to  support 
their  reform  efforts. 

2.  The  Improving  America's  Schools  Act  provides  for  the  most  far-reaching 
program  integration  and  consolidation  of  federal  funds  Congress  has  ever  authorized.  1ASA 
is  based  on  high  standards  with  strong  accountability  for  results.  It  also  supports  innovation 
through  charter  schools  and  public  school  choice.  If  Congress  builds  on  this  authority  for 
further  integrating  program  and  administrative  funds,  particularly  through  the  Title  I 
schoolwide  programs,  it  will  be  well  on  the  way  to  realizing  the  benefits  of  block  granting. 

States  and  school  districts  are  gearing  up  to  implement  new  IASA  provisions  in  the 
school  year  1995-1996.  We  urge  your  support  of  the  progress;  do  not  let  it  slow  down.  You 
will  best  advance  the  reform  agenda  during  school  year  1995-96  by  maintaining  the  FY  1995 
appropriation  already  made  for  program  and  administrative  mergers,  performance-based 
accountability  and  innovation  under  IASA.  Your  FY  1996  appropriation  for  IASA  should 
then  build  on  this  investment  for  the  effect  of  an  additional  stage  of  program  merger  or  block 
grant  strategy  which  can  take  hold  in  school  year  1996-97. 

3.  A  final  point  on  accountability.  The  most  significant  federal  investment  in 
testing  is  the  National  Assessment  of  Educational  Progress  (NAEP).  The  greater  the  use  of 
federal  consolidation  and  block  grant  approaches,  the  more  important  it  is  for  states  and  the 
nation  to  have  sound  assessments  for  accountability  and  reporting.  States  want  to  rely  on 
NAEP  for  state-by-state  achievement  results  in  the  core  subjects  at  three  grade  levels. 
Through  NAEP,  states  can  check  their  progress  related  to  each  other  and  the  nation,  and  they 
can  have  a  reading  on  whether  their  education  investment  is  producing  results.  We  urge  you 
to  maintain  the  appropriations  for  the  NAEP  in  FY  1995  and  expand  this  modest  investment 
for  FY  1996  as  an  essential  part  of  Congressional  education  reform  strategy. 

Mr.  Chairman,  the  states  are  really  moving  with  the  reform  strategies  that  Congress 
authorized  just  last  year.  In  our  State  of  Illinois,  we  are  using  the  new  authorities  to  bolster 
our  state  initiatives.  Goals  2000  funds  are  enabling  districts  to  take  action  under  our 
statewide  improvement  strategy  which  was  enacted  upon  recommendation  of  representative 
committees  of  Illinois  citizens,  business  leaders  and  professionals.  We  have  State  Goals  for 
Learning,  assessments  to  measure  progress  toward  them,  and  since  1991,  local  school 
accountability  for  achieving  results  for  all  students.  Illinois  has  a  unique  opportunity  to 
further  leverage  its  state-local-district  reform  initiative  by  using  the  federal  reform  funds  in 
concert  with  existing  state  and  local  monies.  With  great  support  from  the  business 
community,  we  will  have  a  complete  Goals  2000  state  plan  for  integration  of  our  federal, 
state  and  local  funds  in  June  1995. 

Other  states  are  moving  as  shown  in  the  attached  table.  We  can  provide  for  each 
Member  of  the  Subcommittee  a  summary  of  just  what  your  state  is  doing.  We  urge  your 
decisions  to  keep  us  advancing  on  the  reform  agenda  -  particularly  on  Goals  2000,  IASA, 
and  NAEP  —  to  realize  the  improved  student  achievement  the  American  people  want  and  you 
expect. 


Thank  you. 
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CCSSO 

Status  of  State  Goals  2000  Applications 

1.  Number  of  applications  received  by  the  U.S.  Department  of 
education:  54 

A.  Number  of  approved  applications:  51 
Number  of  State  approvals:  44 

Number  of  extra-State  jurisdiction  approvals:  7 

B.  Number  of  pending  applications:  3 
Extra-state  Jurisdictions:  VI,  AK,  Fed.,  Palau 

2.  Number  of  State  applications  not  yet  submitted:  6 

GA,  NH,  OH,  SD,  VA,  WY 

Council  of  Chief  State  School  Officers:  Updated  Feb.  22,  1995. 
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STATEMENT  OF  IRSHAD  ABDAL-HAQQ,  EXECUTIVE  DIRECTOR, 
COUNCIL  ON  LEGAL  EDUCATION  OPPORTUNITY 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

The  Council  on  Legal  Education  Opportunity  (CLEO)  is  the  only 
nationwide  program  providing  self-help  and  self -improvement 
opportunities  for  low-income,  and  minority  individuals  desiring  to 
enter  the  legal  profession.  While  much  has  been  said  regarding  the 
number  of  legal  professionals  in  the  U.S.,  there  remains  an 
alarming  dearth  of  such  persons  from  minority  and  low-income 
backgrounds  who  are  willing  to  provide  legal  services  to  their 
respective  communities. 

CLEO  is  funded  through  the  Assistance  for  Training  in  the 
Legal  Profession  (ATLP)  program  (see  Title  IX,  Part  F,  Higher 
Education  Act  of  1965,  as  amended),  administered  by  the  U.S. 
Department  of  Education.  While  it  is  a  relatively  modest  program, 
typically  receiving  less  than  $3  million  per  year,  its  impact  has 
been  exceptional.  The  program  has  been  a  major  factor  in  spurring 
America's  law  schools  to  admit  a  more  diverse  student  population. 
It  has  been  the  subject  of  law  review  articles  encouraging 
diversification  in  legal  education,  and  serves  as  the  hallmark  of 
self-help  and  diversification  efforts  in  law  school  admissions. 
Since  its  inception  in  1968,  CLEO  has  assisted  more  than  5,500 
students  in  gaining  admission  to  law  school. 

Despite  these  gains,  the  American  Bar  Association  reported  in 
1992,  that  the  disparity  between  the  number  of  minority  law 
professionals  and  the  greater  population  remains  immense  and 
requires  far  more  proactive  attention.  (See  The  Belated  Opening  to 
Minorities  and  Diversity ,  Legal  Education  and  Professional 
Development-  An  Educational  Continuum,  [Report  of  the  Task  Force  on 
Law  Schools  and  Profession:  Narrowing  the  Gap,  published  by  the 
American  Bar  Association  Section  of  Legal  Education  and  Admissions 
to  the  Bar  (1992)],  pages  23-27). 

Equality  of  opportunity  in  the  legal  profession  has  not  been 
realized,  but  CLEO  has  gone  a  long  way  in  inspiring  the  law  school 
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community  to  reach  this  goal.  This  effort  must  be  sustained  if  we 
are  ever  to  achieve  true  equity  in  legal  education. 

Currently  there  are  over  450  CLEO-sponsored  law  students 
enrolled  in  ABA-approved  (accredited)  law  schools  across  this 
nation.  CLEO  provides  them  scholarship  aid  and  academic  support. 
To  abruptly  eliminate  this  program  now  would  not  only  leave 
hundreds  of  low-income  students  stranded  without  the  scholarships 
they  need  to  complete  law  school,  it  also  would  result  in  a 
slowdown  in  this  nation's  effort  to  give  all  persons  an  equal 
opportunity  to  realize  their  full  potential. 

Upon  completion  of  law  school,  CLEO  Fellows  are  able  to 
realize  financial  security  and  provide  for  themselves,  their 
families  and  communities.  They  pursue  a  wide  array  of  legal- 
related  careers  and  many  have  become  law  professors,  law  school 
deans,  politicians,  business  leaders  and  judges.  Their 
achievements  attest  to  the  effectiveness  of  the  program  and 
soundness  of  the  concepts  upon  which  it  is  based.  Jointly 
sponsored  by  the  American  Bar  Association,  Law  School  Admission 
Council,  Association  of  American  Law  Schools,  National  Bar 
Association,  Hispanic  National  Bar  Association,  and  National  Asian 
Pacific  Bar  Association,  CLEO  works  together  with  over  150  law 
schools  to  recruit  students,  conduct  summer  institutes,  and  counsel 
students  throughout  their  law  school  careers. 

CLEO,  through  ATLP,  assists  individuals  in  helping  themselves 
to  improve  their  lives.  CLEO  provides  training  and  opportunities 
for  the  poor,  and  through  this  effort  the  poor  improve  their 
condition  —  permanently.  They  become  professionals  who  are  free 
to  aid  others. 

If  ever  there  was  a  federally  funded  program  that  epitomizes 
the  principle  of  assisting  the  poor  into  becoming  self-sufficient 
contributors  to  the  economy  and  society-at-large,  CLEO  is  it. 

For  the  reasons  set  out  above,  CLEO  respectfully  recommends 
that  full  funding  for  ATLP  be  included  in  the  FY  1996 
appropriation.        While    the    cost    of     a     law    school  education 
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continually  rises,  AT LP  funding  has  been  level  or  reduced  for  the 
past  several  years.  CLEO  recommends  that,  at  a  minimum,  the  level 
of  funding  for  ATLP  be  routinely  adjusted  to  match  the  ever- 
increasing  cost  of  a  legal  education. 

Thank  you  for  your  consideration  in  this  matter. 


STATEMENT  OF  TOBY  SIMON,  M.D.,  PRESIDENT  OF  THE  COUNCIL  OF 
COMMUNITY  BLOOD  CENTERS  [CCBC] 

The  Council  of  Community  Blood  Centers,  or  CCBC,  is  a  national  association  of  independent 
community  blood  centers.  CCBC  is  dedicated  to  maintaining  the  safety  and  adequacy  of  the 
nation's  blood  supply.  Our  64  regional  blood  programs  collect  approximately  40  percent  of 
the  nation's  volunteer  donor  blood  supply.  Many  of  our  blood  centers  also  are  actively 
engaged  in  both  basic  and  applied  research  in  transfusion  medicine.  For  example,  many  CCBC 
blood  centers  are  on  the  leading  edge  of  stem  cell  and  related  research  therapies  that  promise 
to  improve  the  success  of  bone  marrow  transplants  and  cancer  therapy. 

The  demand  for  blood's  lifesaving  properties  is  increasing  and  will  continue  to  grow.  Bone 
marrow  and  other  solid-organ  transplants  would  be  impossible  without  the  availability  of  blood 
therapy  support.  Many  of  the  major  advances  in  cancer  therapy  in  the  last  twenty  years 
clearly  would  not  have  occurred  without  the  availability  of  blood  components. 

Safe,  effective  and  reliable  blood  transfusions  are  critical  to  continued  advances  in  medical 
care  and,  as  we  know,  are  demanded  by  our  citizens.  CCBC  appreciates  the  Subcommittee's 
previous  active  support  of  transfusion  medicine  initiatives  through  funding  of  the  National 
Heart,  Lung  and  Blood  Institute  (NHLBI)  of  the  National  Institutes  of  Health  (NIH)  and  its 
projects  in  the  congressional  appropriations  process.  To  continue  to  improve  the  therapeutic 
and  lifesaving  effects  of  transfusion  medicine,  however,  we  advocate  increased  support  for 
NHLBI  research  initiatives  in  the  areas  of  donor  motivation,  placental  blood,  platelet  storage, 
and  microbial  inactivation.  These  priorities  also  are  supported  by  the  two  other  national 
volunteer  blood  organizations— the  American  Association  of  Blood  Banks  and  the  American 
Red  Cross. 

DONOR  MOTIVATION 

Despite  little  growth  in  the  demand  for  blood  components,  blood  shortages  are  becoming 
chronic  nationwide.  A  shrinking  eligible  donor  base  due  to  more  stringent  screening  criteria, 
as  well  as  an  increasing  reluctance  on  the  part  of  the  public  to  give  blood  for  a  variety  of 
reasons,  are  believed  to  be  the  major  factors  behind  this  change.  Implementation  of 
sophisticated  marketing  techniques  (such  as  telerecruiting,  market  segmentation  and 
professional  advertising)  have  helped  stem,  but  have  not  reversed,  the  trend  toward  increasing 
blood  shortages.  Interestingly,  the  US  is  not  unique  in  this  trend,  as  European  countries  now 
report  the  same  difficulties  in  maintaining  blood  supplies. 

High  level  behavioral  and  market  research  is  desperately  needed  for  developing  techniques  and 
strategies  to  ensure  that  chronic  shortages  do  not  result  in  increased  morbidity  or  mortality 
for  patients  whose  therapy  requires  blood  transfusion.  Such  research  should  include  a  study 
of  the  benefit  of  incentives  (including  the  issue  of  nonreplacement  fees)  versus  a  reliance  on 
community  and  social  responsibility.  CCBC  encourages  the  NHLBI  and  Congress  to  assign  this 
initiative  a  high  priority. 

PLACENTAL  BLOOD 

Early  studies  have  demonstrated  that  human  placental  blood  may  be  used  as  an  alternative 
to  bone  marrow  in  the  provision  of  transplantable  progenitor  cells  for  hematopoietic 
reconstitution.  This  approach  has  the  potential  of  improving  transplant  services  to  minority 
and  emerging  majority  populations. 
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CCBC  is  pleased  that  the  NHLBI  is  considering  the  funding  of  a  small  umbilical  cord  blood 
network,  to  consist  of  a  coordinating  center  with  two  to  four  collection  centers  and  eight  to 
ten  transplant  centers.  These  coordinating  activities  will  enable  a  rapid  exploration  of  the 
clinical  utility  of  unrelated  placental  blood  stem  cell  transplantation  for  adults  and  children  with 
various  hematological  diseases.  The  increased  availability  of  cord  cells  through  the  network 
will  also  facilitate  research  into  the  differences  between  progenitor  cells  from  different  sources 
and  their  associated  immunological  consequences  when  transplanted.  Some  of  these  more 
basic  studies  will  be  supported  by  an  NHLBI  request  for  applications  that  has  recently  been 
released.  We  hope  that  Congress  and  the  NHLBI  will  continue  to  support  research  in  this 
important  area. 

PLATELET  STORAGE  AND  BACTERIAL  CONTAMINATION 

CCBC  appreciates  the  Subcommittee's  previous  support  of  basic  research  into  the  changes 
that  occur  in  blood  and  blood  components  during  storage.  Thanks  to  that  research  and  other 
studies  sponsored  by  the  NHLBI,  we  now  know  how  long  blood  components  may  be  stored 
without  losing  their  therapeutic  effectiveness. 

As  the  need  for  platelets  to  treat  oncology,  organ  transplant,  and  trauma  patients  has  grown, 
the  demand  has  been  met  by  an  expansion  of  platelet  pheresis  (the  removal  of  multiple  units 
of  platelets  from  a  single  donor).  However,  maintaining  adequate  supplies  of  platelets  is  made 
difficult  by  the  component's  five-day  dating  period.  Not  only  do  platelets  rapidly  lose  their 
biological  activity  during  storage  (for  reasons  still  unclear),  but  the  component  also  is  stored 
at  temperatures  that  facilitate  the  proliferation  of  bacteria,  with  potentially  catastrophic  effect. 

CCBC  supports  the  NHLBI's  plan  to  fund  research  activities  in  this  area,  including  investigator- 
initiated  studies  on  the  basic  biology  of  platelets  and  the  changes  that  comprise  the  platelet 
storage  lesion.  Such  studies,  which  would  build  on  the  outcomes  of  a  recent  NHLBI- 
cosponsored  symposium  on  the  platelet  storage  lesion,  could  be  expected  to  result  in 
improved  function  of  stored  platelets  and  reduced  component  losses  through  outdating. 

CCBC  also  encourages  NHLBI  and  Congress  to  support  a  workshop  on  bacterial  contamination 
of  blood  components,  including  platelets.  An  Institute-sponsored  workshop  would  provide  a 
forum  for  reviewing  available  information  and  recommending  studies  on  reducing  the  risk  of 
transfusion-associated  bacterial  sepsis.  This  area  was  targeted  as  one  of  the  highest  priorities 
for  research  to  improve  transfusion  safety  by  the  expert  panel  at  the  recent  NHLBI-sponsored 
Consensus  Development  Conference  on  Infectious  Disease  Testing  for  Blood  Transfusions. 

Continued  federal  funding  to  study  the  effects  of  storage  on  blood  and  blood  components  will 
yield  more  effective  components  and  allow  more  efficient  use  of  the  nation's  blood  resources. 
While  many  advances  already  have  been  made  in  improving  blood  component  storage,  CCBC 
supports  additional  research  funding  in  this  area  to  help  contain  health-care  costs  and  maintain 
an  adequate  blood  supply  for  patients  in  need  of  transfusions. 

MICROBIAL  INACTIVATION 

The  blood  supply  today  has  never  been  safer.  This  is  largely  due  to  rigorous  screening  of 
donors  during  the  interview  process  for  risk  factors  associated  with  transmissible  diseases, 
and  thorough  testing  for  seven  infectious  disease  markers.  These  robust  procedures  also  help 
to  screen  out  potential  new  transmissible  bloodborne  diseases.  However,  because  no  one  can 
assert  that  the  blood  supply  is  perfectly  safe,  we  therefore  must  continue  to  pursue  research 
that  allows  the  best  use  of  technologies  capable  of  improving  blood  safety  and  preempting 
potential  new  threats  to  the  blood  supply. 

The  inability  to  achieve  a  zero  risk  blood  supply,  coupled  with  fears  that,  like  HIV,  emerging 
microbes  might  contaminate  the  blood  supply  without  detection,  have  spirited  considerable 
commercial  and  academic  research  into  virus/microbe  inactivation  that  might  practically  be 
applied  to  cellular  blood  components.  A  recent  commercial  conference  confirmed  that  a 
variety  of  techniques  are  possible,  but  an  objective  appraisal  of  the  operational,  therapeutic 
and  regulatory  feasibility  of  any  of  these  techniques  has  not  yet  been  performed. 
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As  the  NHLBI  has  twice  sponsored  major  research  initiatives  in  this  area,  CCBC  believes  it  is 
now  time  to  examine  the  state-of-the-art  to  determine  what  is  needed  to  make  the  most 
promising  approaches  a  reality.  We  suggest  that  the  NHLBI  sponsor  a  workshop  or  consensus 
development  conference  to  determine  what  the  next  steps  must  be. 

CCBC  advocates  continued  congressional  support  for  research  efforts  aimed  at  combating  viral 
and  bacterial  contamination  of  blood,  and  commends  NHLBI  for  ongoing  initiatives  in  this  area. 

ADDITIONAL  NATIONAL  FUNDING  FOR  HEALTH  RESEARCH 

Medical  research  holds  the  promise  both  of  reducing  medical  costs  and  improving  the  quality 
of  care.  A  continued  national  commitment  to  medical  research  not  only  will  maintain 
American  preeminence  in  cutting-edge  biomedical  science,  but  also  can  improve  disability  and 
disease  prevention,  diagnosis  and  treatment. 

CCBC  is  aware  of  the  pressures  on  the  fiscal  year  1996  budget  in  response  to  deficit 
reduction  mandates  and  goals.  In  response  to  those  pressures,  some  lawmakers  may  propose 
reducing  funding  to  the  Institutes  of  the  NIH.  However,  CCBC  believes  that  funding  of  the 
important  biomedical  research  described  in  this  testimony  should  be  categorized  as  a  long- 
term  investment  in  the  future  health  of  all  Americans. 

CONCLUSION 

In  conclusion,  donor  motivation,  placental  blood,  platelet  storage,  and  microbial  inactivation 
initiatives  at  NIH  help  address  both  the  short-and  long-term  goals  for  maximizing  safe  blood 
transfusions  for  the  millions  of  Americans  who  depend  on  the  lifesaving  properties  of  this 
mode  of  therapy.  Patients,  and  the  blood  centers  that  serve  them,  will  benefit  from  the 
implementation  of  these  ongoing  national  research  priorities. 

We  respectfully  ask  that  in  its  deliberations  over  appropriations  for  fiscal  year  1996,  the 
Subcommittee  consider  and  address  the  pressing  needs  of  transfusion  medicine  and  the 
continued  efforts  of  the  National  Heart,  Lung  and  Blood  Institute. 


STATEMENT  OF  THE  COUNCIL  OF  ORGANIZATIONAL  REPRESENTATIVES 

The  Council  of  Organization  Representatives  (COR)  is  a  coalition  of  sixteen  organizations  of  and  for 
people  who  are  deaf  and  hard-of-hearing.  We  include  the  Alexander  Graham  Bell  Association  (A.G.  Bell), 
American  Academy  of  Otolaryngology  (AAO),  American  Deafness  and  Rehabilitation  Association 
(ADARA),  American  Society  for  deaf  Children  (ASDC),  American  Speech,  Language,  Hearing  Association 
(ASHA).  Auditory-Verbal  International,  Inc.  (AVI),  The  Caption  Center,  Conference  of  Educational 
Administrators  Serving  the  DEAF  (CEASD),  the  Convention  of  American  Instructors  of  the  Deaf  (CAID), 
Deafness  Research  Foundation  (DRF).  the  National  Association  of  the  Deaf  (NAD),  the  National 
Captioning  Institute  (NCI),  the  National  Cued  Speech  Association  (NCSA),  The  League  for  the  Hard  of 
Hearing,  the  Registry  of  Interpreters  for  the  Deaf  (RID),  Self  Help  for  Hard-of-Hearing,  (SHHH),  and 
Telecommunications  for  the  Deaf,  Inc.  (TDI).  Our  purpose  is  to  support  one  another  in  assuring  access  to 
education,  employment,  and  social  support  for  children  and  adults  who  are  deaf  or  hard-of-hearing.  While 
we  have  worked  with  each  other  and  with  other  coalitions  to  determine  the  funding  levels  we  are 
recommending  today,  we  generally  would  recommend  an  "unbunding"  of  these  funds,  so  that  they  can  be 
more  efficiently  tracked  from  source  to  recipient. 

1 .        COR  supports  an  appropriation  of  $2.9  billion  for  the  INDIVIDUALS  WITH  DISABILITIES 
EDUCATION  ACT  (State  and  Local  Grant  Programs  (P.L.  94-142) 

Approximately  80  percent  of  students  who  are  deaf  or  hard-of-hearing  in  the  United  States  and  educated  in 
mainstream  programs.  This  form  of  education  has  proven  useful  to  deaf  and  hard-of-hearing  students  with 
strong  family  support  and  communication,  access  to  deaf  culture  through  non-educational  setting  (like 
social  and  support  groups),  and  sufficient  communication  skills  to  enable  them  to  socialize  adequately  with 
their  hearing  peers.  The  IDEA  constitutes  the  central  vehicle  through  which  the  federal  government 
maintains  a  partnership  with  the  states  and  localities  to  provide  an  appropriate  education  for  deaf  and  hard- 
of-hearing  children  requiring  special  education  and  related  services.  The  original  fiscal  promise  of  P.L.  94- 
142  is  determined  by  the  funding  formula,  which  at  40  percent  of  the  national  average  per  pupil  expenditure 
(NAPE)  times  the  number  of  children  being  served  would  have  been  generating  approximately  $9.37  billion 
for  FY  1994.  Actual  appropriations  have  never  provided  more  than  12  percent,  and  1993's  appropriation 


66 


put  this  program  at  approximately  9  percent  of  the  NAPE.  As  a  result,  the  financial  burden  of  providing 
children  who  are  deaf  and  hard-of-hearing  with  an  appropriate  education  has  fallen  on  state,  and 
increasingly,  local  governments.  In  current  economic  times,  these  budgets  are  strained  to  their  limits.  The 
local  education  tax  is  the  single  tax  subjected  to  a  direct  local  vote.  When  out-of-work  and  retired  taxpayers 
refuse  to  support  education  budgets,  deaf  and  hard-of-hearing  children  are  among  the  first  to  suffer.  They 
are  placed  in  "programs  of  inclusion"  which  often  do  not  provide  the  special  services  they  need,  such  as: 
teachers  of  the  deaf,  interpreters,  notetakers,  tutors  who  can  sign,  speech  teachers,  and  auditory  training. 
When  a  single  deaf  or  hard-of-hearing  student  is  placed  in  the  school  nearest  her  home,  it  is  very 
expensive  for  that  school  to  provide  full  services.  Many  districts  simply  are  not  authorized  by  their  voters  to 
pay  for  and  do  not  provide  these  services.  They  avoid  state  mandates  to  provide  the  services  by  placing 
deaf  students  in  classes  taught  by  a  generic  Special  Education  Teacher  (who  may  have  no  expertise  in 
communicating  with  deaf  children),  and  by  placing  deaf  students  with  children  who  are  developmentally 
delayed  or  learning  disabled,  and  by  stating  that  deaf  and  hard-of-hearing  students  are  completing  the  very 
minimal  individual  educational  plans  (lEP's)  developed  for  them.  Unsuspecting  parents  may  support  these 
arrangements  because  they  want  their  children  in  the  schools  closest  to  home,  or  are  unaware  of  the 
academic  potential  of  deaf  and  hard-of-hearing  children.  The  federal  government  must  step  in  by  funding 
necessary  services.  COR  believes  that  all  children  have  the  right  to  be  educated  to  their  full  potential.  In 
order  to  even  begin  to  approach  this  long  term  ideal,  IDEA  must  be  full  funded. 

2.  COR  supports  an  appropriation  of  $1 75  million  for  the  EDUCATION  OF  CHILDREN  WITH 
DISABILITIES,  State  Operated  Programs  (P.L  89-313). 

P.L.  89-313  is  important  for  maintaining  a  full  spectrum  f  opportunities  for  education  of  children  who  are 
deaf.  Students  who  are  deaf  often  report  that  they  have  a  cultural  and  linguistic  identify,  rather  like  an 
ethnic  group,  instead  of  a  medical  definition  containing  an  assumption  of  deficiency,.  The  vast  majority  of 
deaf  people  hold  jobs,  get  promoted,  marry,  raise  children,  own  property,  and  pay  taxes.  Deaf  people  do, 
however,  need  considerable  educational  accommodation  in  order  to  meet  these  goals.  A  community  of 
deaf  people  is  critical  in  providing  social  and  psychological  support  among  people  who  are  deaf.  COR 
acknowledges  the  critical  importance  of  the  cultural,  linguistic,  and  social  support  of  the  Deaf  community  to 
the  academic  achievement  of  deaf  individuals.  This  complex  and  delicate  social,  economic,  and  cultural 
network  among  deaf  people  is  endangered  by  any  weakening  of  state-operated  and  state-supported 
schools,  which  are,  like  educational  institutions  everywhere,  the  very  heart  of  the  deaf  community.  While 
mainstream  education  is  excellent  for  many  students  who  are  deaf  or  hard-of-hearing,  mainstream  settings 
may  not  provide  the  opportunity  for  students  who  are  deaf  to  interact  meaningfully  with  their  peers;  to  enjoy 
social  and  academic  experiences  like:  access  to  and  full  participation  in  clubs;  the  opportunity  to  be  a 
cheerleader,  captain  of  the  football  team,  class  president  or  valedictorian;  to  communicate  directly  with 
teachers,  administrators,  and  peers;  or  to  model  their  behavior  on  teachers,  aides,  and  administrators  who 
are  themselves  deaf.  For  any  deaf  students  experiencing  social  isolation,  or  whose  family  does  not  have 
the  resources  to  act  as  a  full  partner  in  the  child's  education,  the  option  of  a  state-supported  or  state- 
operated  school  is  a  necessity  at  some  time  during  their  educational  experience.  Such  schools  are  cost- 
effective  deliverers  of  services  as  long  as  they  maintain  a  critical  mass  of  students,  and  they  also  serve  as 
center  schools  -  the  premier  providers  of  information  and  professional  assistance  to  nearby  mainstream 
programs.  For  these  reasons,  State-operated  and  state-supported  schools  should  continue  to  be 
supported  by  P.L.  89-313. 

3.  COR  recommends  and  appropriation  of  $2.5  billion  for  REHABILITATION  SERVICES  (Vocational 
Rehabilitation  State  Grants). 

The  State-Federal  Rehabilitation  Program  has  been  the  cornerstone  of  our  nation's  efforts  to  assist 
Americans  who  are  deaf  or  hard-of-hearing  to  be  come  gainfully  employed  and  self-reliant.  Comprehensive 
rehabilitation  services  (any  service  needed  to  assist  an  eligible  person  to  become  employed)  are  provided 
through  state  rehabilitation  agencies,  often  through  cooperative  agreements  with  other  public  and  private 
non-profit,  community-based  organizations.  Under  the  Rehabilitation  Act,  the  Vocational  Rehabilitation 
State  Grant  Program,  Section  110,  must  receive  a  cost-of-living  increase  each  year.  According  to  studies 
by  one  of  our  component  organizations,  ADARA,  state  vocational  rehabilitation  agencies  are  able  to  serve 
only  one  out  of  every  twenty  eligible  people  who  are  deaf  or  hard-of-hearing.  COR  supports  current 
initiative  to  facilitate  access  to  state  rehabilitation  systems  for  so-called  low-functioning  deaf  persons  and 
deaf  and  hard-of-hearing  students  transitioning  out  of  the  education  system.  These  initiatives  will  further 
strain  the  ability  of  State  agencies  to  provide  the  services  and  supports  needed  by  all  individuals.  Finally, 
state  agencies  will  not  be  expected  to  provide  technical  assistance  to  employers  and  organizations 
regarding  the  requirements  of  the  American  with  Disabilities  Act.  With  present  funding,  state  rehabilitation 
program  will  be  ill-prepared  to  meet  this  challenge. 

4.  COR  recommends  a  funding  level  of  $1 1 4  million  for  the  INDIVIDUALS  WITH  DISABILITIES 
EDUCATION  ACT  (IDEA)  Special  Education  Personnel  Development  (SEPD)  and  a  funding  level 
of  $24  million  for  Historically  Black  Colleges  and  Universities. 

The  purpose  of  the  SEPD  (Part  D,  Sections  631  and  632  of  the  IDEA)  is  to  provide  for  an  adequate  supply 
of  qualified  providers  of  Special  Educators  and  related  services.  Students  who  are  deaf  and  hard-of- 
hearing  should  have  full  access  to  qualified  special  service  personnel  trained  specifically  to  work  with  deaf 
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or  hard-of-hearing  children,  including  but  not  limited  to  consulting  teachers  of  the  deaf,  educational 
interpreters,  speech-language  pathologists,  audiologists,  note-takers,  tutors,  specially  trained  resource- 
room  teachers,  and  teachers  of  American  Sign  Language.  These  are  critical  shortages  of  educational 
interpreters,  and  of  educators  who  are  themselves  deaf  or  hard-of-hearing  or  are  members  of  other 
protected  classes.  For  the  purpose  of  providing  for  an  adequate  supply  of  qualified  providers  of  special 
education  and  related  services,  the  IDEA  Special  Education  Personnel  development  budget  must  be 
funded  at  a  level  of  $1 14  million  in  FY  1995  with  a  five  percent  increase  in  every  year  thereafter  for  the  five 
years  of  the  reauthorization  cycle  of  the  EDA  and  with  additional  funding  for  HBUCs  of  $24  million  with  a 
five  percent  increase  in  every  year  thereafter  for  the  five  years  of  the  reauthorizaiton  cycle  of  the  EDA. 

5.  COR  recommends  an  appropriation  of  $1 4  million  in  FY  1 996  for  the  INDIVIDUALS  WITH 
DISABILITIES  EDUCATION  ACT  (IDEA)  Special  Education  TECHNOLOGY. 

The  purpose  of  this  program  (Part  G,  Section  661  of  the  IDEA)  is  to  support  the  development  and  advance 
the  use  of  new  technoiogy,  medica,  and  materials  in  the  education  of  children  and  youth  and  disabilities.  A 
near-term  expenditure  for  children  who  are  deaf  or  hard-of-hearing  should  be  Electronic-mail  opportunities. 
Since  children  who  are  deaf  do  not  use  the  telephone,  and  may  be  isolated  in  mainstream  settings  from 
peers  who  are  deaf  or  hard-of-hearing,  E-mail  is  a  godsend  for  these  students.  Other  very  useful 
technologies  for  the  education  and  socialization  of  children  who  are  deaf  or  hard-of-hearing  are:  assistive 
listening  devices;  television  closed  captioning  decoders;  interactive  television;  computer-assisted 
instruction;  captioned  movies-especially  of  literary  important  works  and  how-to-programs  on  technological, 
construction,  and  health  information;  classroom  aids  such  as  overhead  projectors  and  opaque  projectors; 
and  telecommunication  devices  for  the  deaf.  As  a  teacher  of  the  deaf  I  cannot  emphasize  the  importance  of 
these  technologies  enough,  especially  in  mainstream  classrooms,  where  they  have  been  generally 
underutilized.  All  children  in  mainstream  classrooms  could  benefit  from  technological  support  to  students 
who  are  deaf  or  hard-of-hearing.  For  example,  think  of  the  benefit  to  bilingual  or  learning-disabled  students 
with  regular  access  to  captioning. 

6.  COR  recommends  an  appropriation  of  $1 4  million  in  FY  1 996  for  the  INDIVIDUALS  WITH 
DISABILITIES  EDUCATION  ACT  (IDEA)  Centers  and  Services  for  Deaf-Blind  Children. 

The  purpose  of  this  program  (Part  C,  Sec.  622  of  the  IDEA)  is  to  assist  state  and  local  agencies  to  more 
effectively  provide  appropriate  services  to  deaf-blind  infants,  children,  and  youth,  many  of  whom  require 
highly  specialized  assistance  due  to  their  dual  sensory  disabilities.  In  recent  years,  the  focus  of  the 
program  has  been  to  provide:  direct  services  to  all  non-mandated  students;  technical  assistance  to 
agencies  serving  children  and  young  adults,  especially  to  schools  and  adult  services  providers  in 
integrated  settings;  national  technical  assistance  projects  which  are  assisting  state  and  agencies  in 
upgrading  their  services  delivery  to  children  and  youth  who  are  deaf-blind;  and  establishment  of  model 
demonstration  projects  of  exemplary  innovative  procedures  and  best  practices  in  service  delivery.  As  a 
result  of  this  program,  6400  children  who  are  deaf-blind  have  been  identified  and  are  being  served  in  the 
United  States.  This  number  of  children  equals  the  population  of  a  modest  size  school  district,  which  despite 
the  unique  needs  of  deaf-blind  children,  would  doubtless  be  funded  at  approximately  three  time  the  funding 
level  suggested  here  by  COR. 

7.  The  COR  supports  an  Appropriation  of  $231  million  for  BIOMEDICAL  AND  BEHAVIORAL 
RESEARCH  National  Institute  on  Deafness  and  Other  Communication  Disorders  (NIDCD),  P.L. 
100-553 

The  NIDCD  conducts  research  on  the  problems  of  deafness  and  communication  disorders  which  affect 
approximately  28  million  people  in  the  United  States.  Activities  of  the  Institute  include:  Investigation  of  the 
causes,  identification,  treatment,  and  prevention  of  deafness  and  communication  disorders  through  the 
support  of  research  in  such  areas  as  biochemistry,  molecular  biology,  molecular  genetics,  audiology,  and 
speech-language  pathology;  research  into  the  evaluation  and  use  of  technology  and  devices  (including 
hearing  aids  and  other  communication  aids)  for  treatment  and  rehabilitation  of  deafness  and 
communication  disorders;  research  on  deafness  and  other  communication  processes  in  children  and  the 
growing  elderly  population;  and  research  on  the  effects  of  environmental  agents,  particularly  noise 
exposure,  that  influence  communication  processes. 

COR  supports  funding  for  the  NIDCD  related  to: 

a.  Screening  -  COR  supports  large  scale,  long  term  studies  documenting  the  benefits  of  universal 
infant  screening  and  aggressive  medical  and  rehabilitative  therapy  for  early  hearing  loss. 
Overwhelming  research  evidence  already  indicates  the  critical  importance  of  early  medical  and 
academic  intervention  for  infants  and  toddlers  if  they  are  to  develop  into  productive  adults.  Even 
early  conductive  losses  which  are  typically  outgrown  may  result  in  continued  academic  delays  in 
affected  children. 

b.  Hearing  Aid  Research  and  Development  -  Hard  of  hearing  consumers  continue  to  note  the 
limitations  of  hearing  aids,  particularly  in  noisy  environments.  COR  supports  research  to  improve 
all  aspects  of  improvement  in  this  technology. 
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c.  Research  with  Consumer  Applications  -  COR  supports  research  with  therapeutic  applications  for 
people  who  are  deaf  and  hard-of-hearing.  People  who  are  born,  and  live  for  some  time  without 
hearing  often  report  that  they  do  not  feel  "disordered,"  and  desire  to  have  modifications  made  to 
their  environments,  not  to  themselves.  The  COR  supports  therapeutic  research  concerning 
acoustic  neuroma,  neurofibromatosis,  Ushers  syndrome  and  other  forms  of  retinitis  pigmentosa 
associated  with  deafness.  The  COR  also  supports  research  in  the  refinement  of  assistive  devices. 

d.  Prevention  -Large-scale  long-term  research  should  be  done  concerning  education  and  treatment 
options  for  substance  abusers  to  prevent  babies  from  becoming  deaf  of  hard-of-hearing  due  to  feta 
insult.  Additionally  the  COR  supports  research  leading  to  prevention  of  Neurofibromatosis, 
Acoustic  Neuroma,  Retinitis  Pigmentosa  associated  with  deafness,  and  other  multi-handicapping 
conditions. 

8.        The  COR  recommends  and  appropriation  of  $55  million  for  REHABILITATION  SERVICES 
Rehabilitation  Training  for  FY  1996. 

Section  304  of  the  Rehabilitation  Act  of  1973,  as  amended,  provides  for  grants  to  states,  public  agencies, 
and  nonprofit  organizations,  including  institutions  of  higher  education.  These  grants  assist  in  increasing  the 
number  of  qualified  rehabilitation  personnel  to  provide  services  to  individuals  with  disabilities.  This 
discretionary  grant  provides  funding  for  projects  in  five  areas:  long-term  training,  experimental  and 
innovative  training,  state  vocational  rehabilitation  unit  inservice  training,  continuing  education  programs, 
and  training  interpreters  to  meet  the  communication  needs  of  people  who  are  deaf  or  hard-of-hearing. 
Grants  are  targeted  where  shortages  of  adequately  skilled  personnel  have  been  identified.  The 
administration  requested  no  increase  for  FY  1994,  nor  did  the  House  of  Representatives,  which  did  not 
allow  the  mandates  of  the  Americans  with  Disabilities  Act  (ADA)  to  begin  to  be  carried  out.  Also,  increased 
funding  is  necessary  because  the  nation's  supply  of  interpreters  for  people  who  are  deaf  or  hard-of-hearing 
is  "aging  out."  Interpreting  for  people  who  are  deaf  or  hard-of-hearing  is  an  entry-level  position  for  many 
young  professionals  in  our  field,  because  the  intensive  physical  demands  and  working  conditions  of 
interpreting  cause  repetitive  motion  injuries  (RMI).  Because  of  RMI,  there  is  a  critical  shortage  of  qualified 
interpreters  for  people  who  are  deaf  or  hard-of-hearing. 


STATEMENT  OF  JACK  DUNCAN,  GENERAL  COUNSEL,  ON  BEHALF  OF 
THE  COUNCIL  OF  STATE  ADMINISTRATORS  OF  VOCATIONAL  REHA- 
BILITATION 

The  Council  of  State  Administrators  of  Vocational  Rehabilitation  is  comprised  of 
the  chief  administrators  of  the  public  agencies  providing  rehabilitation  services  leading  to 
employment  of  persons  with  disabilities  in  the  states,  the  District  of  Columbia,  and  the 
territories. 

These  Agencies  constitute  the  State  partners  in  the  State-Federal  Program  of 
Rehabilitation  Services  for  persons  with  mental  and/or  physical  disabilities,  as  authorized 
by  the  Rehabilitation  Act  of  1973,  P.L  93-112,  as  amended. 

While  the  Rehabilitation  Act  is  the  cornerstone  of  our  Nation's  commitment 
to  assisting  eligible  people  with  disabilities  to  obtain  competitive  employment  and 
to  live  independent  and  productive  lives,  it  is  severely  underfunded. 

When  one  considers  that  a  Louis  Harris  and  Associates  study  estimates  that  two 
out  of  every  three  adults  with  a  disability  are  unemployed,  and  that  the  Rehabilitation 
Program  has  the  resources  to  provide  services  to  only  one  in  twenty  eligible 
people,  this  underfunding  constitutes  an  unacceptable  tragedy  for  the  millions  of  people 
with  disabilities  who  need  services,  and  want  to  work. 

The  great  responsibility  placed  upon  the  Rehabilitation  Program  became  even 
more  acute,  with  the  passage  and  implementation  of  the  "Americans  with  Disabilities  Act" 
(ADA). 

The  ADA  vastly  expands  work  opportunities  for  all  Americans  with  disabilities.  It 
is  vital  that  the  Rehabilitation  Program  assist  people  with  disabilities  to  fully  realize  the 
promise  of  this  landmark  legislation. 

VOCATIONAL  REHABILITATION  SERVICES;  BASIC  STATE  GRANTS 


FY  1996  CSAVR  RECOMMENDATION 
FY  1996  AUTHORIZATION  


.$2,500,000,000 
Such  Sums 
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Basic  State  Service  Grants  are  the  iifebiood  of  the  Vocational  Rehabilitation 
Program,  financing  the  provision  of  vocational  rehabilitation  services  to  eligible  individuals 
with  mental  and  physical  disabilities  for  placement  in  competitive  employment. 

These  Federal  dollars,  matched  with  state  monies,  permit  State  Rehabilitation 
Agencies  to  provide,  or  to  contract  with  private  organizations  and  agencies  to  provide, 
individualized,  comprehensive  services  to  eligible  persons  with  mental  and/or  physical 
disabilities,  for  the  purpose  of  rendering  these  individuals  employed  and  economically 
independent. 

Such  services  may  include  evaluation;  comprehensive  diagnostic  services; 
counseling;  physical  restoration;  rehabilitation  engineering;  the  provision  of  various  kinds 
of  training  and  training  supplies,  tools  and  equipment;  prosthetic  devices;  placement; 
transportation;  post-employment  services;  and  "any  other  service"  necessary  to 
rehabilitate  an  individual  into  employment. 

For  Fiscal  Year  1 994,  the  Federal  Government  advises  that  the  nearly  $2  billion 
appropriated  for  Basic  State  Vocational  Rehabilitation  provided  services  designed  to  lead 
to  gainful  employment  for  1,192,479  people  with  disabilities  of  which  73.4  percent  were 
severely  disabled. 

Despite  this  expenditure,  there  still  are  not  sufficient  funds  to  serve  all  those 
eligible,  disabled  people  who  have  the  potential  and  desire  to  work  and  who  need 
rehabilitation  and  training  services  to  obtain  employment  and  self-sufficiency. 

In  carrying  out  the  mandate  of  the  Act  to  give  priority  of  service  to  the  rehabilitation 
of  individuals  who  are  severely  disabled,  State  Agencies  have  found  that  the  costs  --  in 
time,  effort,  and  money  for  services  --  are  much  greater  than  the  cost  of  rehabilitating 
people  less  severely  disabled. 

At  the  same  time,  it  is  alarming  to  note  that  the  purchasing  power  of  the 
resources  available  has  remained  virtually  stagnant  since  1980. 

This  means  that  the  Program  is  rehabilitating  fewer  people,  while  expending  more 
money  for  services,  staff  training,  equipment,  and  facilities. 

With  these  statistics  in  mind,  the  Council  strongly  urges  that  the  Congress 
assist  us  in  facing  this  challenge  by  providing  Federal  appropriations  for  Basic  State 
Vocational  Rehabilitation  Services  in  the  amount  of  $2,500,000,000  for  Fiscal  Year 
1996. 

A  1994  CSAVR  Survey  of  all  State  Rehabilitation  Agencies  found  that  with  a 
Congressional  appropriation  of  $2.5  million  an  additional  148,150  people  with  disabilities 
could  receive  these  vital  rehabilitation  services  leading  to  gainful  employment. 

The  Survey  projected  that  the  States  have  the  ability  to  match,  and  effectively  use, 
these  valuable  service  monies. 

The  justification  for  higher  funding  levels  stems  from  the  purpose  for  which  the 
money  is  spent-the  prevention  of  an  incalculable  waste  of  human  potential,  a  purpose 
on  which  no  price  tag  can  be  placed. 

Over  the  decades,  Public  Vocational  Rehabilitation  has  more  than  paid  for  itself  by 
helping  persons  with  disabilities  become  gainfully  employed;  increase  their  earning 
capacity,  by  freeing  family  members  to  work;  and/or  by  decreasing  the  amount  of  welfare 
payments,  health  services,  and  social  services  they  might  need;  as  well  as  by  assisting 
them  to  become  taxpayers. 

Appropriating  additional  monies  for  Vocational  Rehabilitation  Services 
reduces  the  Federal  Deficit. 

Indeed,  the  Congressional  Budget  Office  has  stated  that  "a  reduction  of  funds 
for  rehabilitation...would  generate  increases  in  other  parts  of  the  federal  and  state 
budgets." 

Funds  appropriated  for  Vocational  Rehabilitation  are  a  sound  investment  of  the 
Public's  money. 

OTHER  PROGRAMS  AUTHORIZED  BY  THE  REHABILITATION  ACT 

The  Rehabilitation  Act  is  recognized  as  the  most  complete  and  well-balanced  piece 
of  legislation  in  the  human  services  field.   In  addition  to  the  Basic  State  Vocational 


Rehabilitation  Sen/ices  Program,  the  Act  contains  provisions  for  (1)  an  innovation  and 
expansion  program;  (2)  a  training  program;  (3)  a  research  program;  (4)  a  comprehensive 
services  for  independent  living  program;  (5)  a  supported  employment  program;  and, 
among  others,  (6)  special  projects  and  demonstration  efforts.  The  CSAVR  strongly 
supports  adequate  funding  for  all  Sections  of  the  Act. 


STATEMENT  OF  JAMES  TUTT,  PRESIDENT,  CROWNPOINT  INSTITUTE  OF 
TECHNOLOGY,  CROWNPOINT,  NM 

On  behalf  of  the  students,  faculty,  and  staff  of  Crownpoint  Institute  of 
Technology,  I  thank  the  Senate  Appropriations  Subcommittee  on  Labor,  Health  and 
Human  Services,  and  Education  to  submit  testimony  on  our  funding  needs  for  Fiscal 
Year  1996. 

Crownpoint  Institute  of  Technology  (CIT)  is  a  nonprofit  institution,  accredited  by 
the  North  Central  Association  of  Colleges  and  Schools  since  1987  and  chartered  and 
incorporated  by  the  Navajo  Nation.  It  is  the  only  vocational  institution  serving  the 
Navajo  population  of  165,065  on  a  vast  17,000  square  mile  reservation. 

CIT  will  offer  ten  vocational  programs  for  academic  year  1994-1995,  and  plans  to 
offer  13  for  the  following  year.  In  addition,  CIT  also  offers  an  Adult  Basic  Education 
and  a  continuing  Education  Program  that  enables  the  local  community  residents  to  learn 
new  professional,  personal,  or  creative  skills. 

Maintaining  the  current  level  of  Department  of  Education  funding  per  full  time 
equivalent  (FTE)  student  for  academic  year  1995-6,  CIT  can  continue  to  offer  some  very 
successful  programs.  However,  CIT  has  a  long  waiting  list  of  students  and  a  need  to 
implement  three  additional  programs.  Through  CIT's  current  programs,  we  yield  a 
graduation  rate  of  85%  and  a  92%  job  placement  rate.  Graduates  earn  between  $15,000 
and  $17,000  annually  in  entry  level  positions.  CIT  needs  a  minimum  of  the  $3,000,000 
to  operate.  Because  CIT  is  not  the  only  institution  funded  under  this  appropriation,  it 
is  imperative  that  the  current  level  of  this  $4,000,000  appropriation  remains  intact. 

On  the  other  hand,  those  on  the  reservation  who  have  not  had  the  educational 
opportunities  that  CIT  offers  generally  end  up  on  the  welfare  roles.  Furthermore,  many 
students  are  single  parent,  heads-of-household  with  an  average  of  almost  three 
dependents.  In  terms  of  government  welfare  costs,  this  relates  to  an  average  of  $17,588 
in  1991.  Certainly,  the  return  in  investment  to  give  these  individuals  marketable  skills 
in  the  employment  sector  far  outweighs  the  alternative  of  welfare  costs. 

The  Navajo  Nation  is  in  the  midst  of  a  baby  boom  and  educational  demands  are 
increasing  rapidly.  According  to  1990  census  figures,  nearly  55%  of  the  Navajo 
population  are  25  years  of  age  or  younger;  among  the  entire  United  States  population 
the  amount  of  people  in  this  age  bracket  is  only  36  per  cent.  As  the  younger  Navajo 
population  continues  to  grow,  so  does  the  need  to  educate  them.  Clearly,  there  is  a 
great  need  within  the  Navajo  Nation  to  ensure  that  Navajo  youth  be  granted  equal 
educational  opportunity. 

Between  academic  years  1990-91  and  1991-2,  the  amount  of  FTE  students 
increased  from  221  to  381,  or  72%.  In  1992-3  the  amount  of  FTE  students  increased  by 
23.3%  ,  in  1993-4  ~  35.5%,  in  1994-5,  student  enrollment  increased  to  544,  and  is 
estimated  to  increase  in  1995-6  to  600.  However,  as  the  number  of  students  increase  the 
number  of  funding  per  student  decrease. 

Mr.  Chairman,  I  urge  this  Subcommittee  to  do  everything  in  its  power  to  uphold 
this  request  in  order  to  maintain  the  quality  education  that  we  give  our  students  and, 
under  your  leadership,  provide  equal  educational  opportunity  for  all,  including 
American  Indians. 
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OVER  1/2  OF  INDIAN  POPULATION,  COMPARED  WITH  1/3 
OF  TOTAL  U.S.  POPULATION,  IS  AGE  24  OR  YOUNGER 

NAVAJO  NATION      U.S.  TOTAL 


UNDER  25  54.8% 

25  -  44  25.9% 

OVER  45  19.0% 

TOTAL  99.7% 


UNDER  25  36.1% 

25  -  44  32.4% 

OVER  45  29.9% 

TOTAL  98.4% 


SOURCE:  U.S.  Census  Bureau,  1988,  1990 


COST  Qf  WHJTkRK 


More  than  50%  of  Tribal  College  students  are  single  parents, 
head-of -household,  having  an  average  of  2.8  dependents  (actual 
number  of  dependents  ranges  up  to  six). 

To  maintain  a  family  of  four  on  the  General  Assistance 
Programs  including  medical,  food,  and  AFDC  costs  the  Government 
$17,588  per  year.  This  does  not  include  the  cost  of  subsidized 
housing.  The  average  cost  of  constructing  a  new  home  is  $4  2,000 
while  the  average  cost  to  repair  or  renovate  existing  housing  is 
$12,500. 

Per  Capita/Year  Per  Family  of  4 


General  Assistance 

Food  Stamps 

AFDC 

Indian  Health  Service 


$1,164 
770 
N/A 
1,116 


$4,656 
3,080 
5,388 
4,464 


TOTAL  $3,050  $17,588 

Sources:  BIA  General  Assistance  Office 

Dept.  of  Agriculture  (Food  stamps  Program) 
Dept.  of  Health  and  Human  Services 
Indian  Health  Service 

FACT  SHEET 

Academic  Year  1990-91     1991-92        1992-93  1993-94 

Fiscal  Program  Year   90  91  92  93 

Grant  Awarded  from 

DOE-Voc.   Ed..   0     $1,661,608  $2,032,000*  $2,226,394  + 

Number  of  Full  Time 

Students   125  187  225  320 

Number  of  FTE  Students   200  299  360  512 

Number  of  FTE  Continuing 

Education   21  82  110  125 

Number  of  Total  FTE 

Students  221  381  470  637 

Cost  Per  FTE  Student   $4361  $4323  $3495 

Number  of  Programs  offer....  10  12  14  16 
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Number  of  Students 

Completing  diploma  115  148  158  224 

*Grant  application  submitted  to  DOE  on 
March  16,   1992  for  Fiscal  Year  1992. 
+  Proposed  Budget  Request  for  CIT-FY- 
1993-94. 

FTE=  Full  time  Equivalent  is  defined  as 
defined  25  clock  hours  per  week,  defined 
in  accordance  with  the  statute. 

o        Since  CIT's  first  commencement  in  1979,  1,580 

certified  skilled  graduates  have  entered  the  nation's 
work  force. 

o        C1T  is  chartered  and  incorporated  by  the  Navajo  Nation, 
is  a  nonprofit  institution  and  fully  accredited  by  the 
North  Central  Association  of  Colleges  and  Schools, 
since  April  15,  1987. 

o        The  CIT  campus  was  constructed  in  April  20,   1979  and 
comprises  six  buildings  totaling  80,171  square  feet. 
By  November  1992,  training  and  administration  building 
(45,000  sq.   ft.)  will  be  razed,  and  14  modular 
buildings  (19,707  sq.   ft.)  will  replace  it.     CIT  will 
lose  25,293  sq.   ft.  of  classrooms  space  that  housed  the 
construction  trades  and  transportation  technology 
programs. 

o  CIT's  high  quality  courses  of  two  semesters,  9  months  a 
year,  40  hours  a  week  yields  an  85%  graduation  rate  and 
a  95%  job  placement  rate. 

o        CIT  seeks  equal  educational  opportunity  for  the 
students  they  serve. 

o        The  Academic  Year  1992-93  programs  include: 
Accounting 

Air  Conditioning,  Heating  and  Refrigeration 

Applied  Computer  Technology 

Architectural  Drafting 

*Bakery  (AY-1993-94) 

Building  Maintenance 

Carpentry 

Culinary  Arts 

Electrical  Trades  , 

♦Health  Occupations  (AY-1993-94) 

Heavy  Equipment  Mechanics 

Legal  Studies  (Secretary) 

Livestock  and  Range  Management 

Nursing  Assistant 

Secretarial  Science 

Surveying  Technology 

*To  begin  Fall  1993 

o        CIT's  offers  an  Adult  Basic  Education  and  Continuing 
Education  Program  that  enables  the  local  community 
residents  to  learn  new  skills  in  life  management/coping 
interpersonal  skills,  professional   (acquiring  new 
skills) ,  career  and  creative  courses. 

o        CIT  is  the  only  vocational  school  serving  the  Navajo 

population  of  165,065  on  a  vast  17  thousand  square  mile 
reservation.      CIT  is  also  open  to  non-Navajos  and 
non-Indians. 

o        CIT  draws  from  a  population  averaging  a  24%  drop  out 
rate  at  the  high  school  level.     51%  of  school  age 
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Navajos  have  dropped  out  of  school.     Many  of  these 
people  are  unemployed  and  have  no  job  skills,  and  are 
in  need  of  employment  level  training  to  keep  them  from 
the  welfare  rolls.     71%  of  the  Navajo  population  is  not 
working  because  they  lack  skills.     50%  of  Navajos  are 
considered  "poverty  status".     The  median  age  is  19 
years  of  age.     82%  of  the  Tribe  have  never  lived  off 
the  reservation.     24%  are  single  head  of  household. 
95%  speaks  English  as  a  second  language. 

o        CIT  graduates  earn  between  $14,082  (Accounting)  and 

$12,480  (Livestock  and  Range  Management)  in  entry  level 
positions  annually. 

o        GIT  graduates  become  taxpayers  rather  than  welfare 
recipients.       It  is  a  far  wiser  expenditure  for  the 
Federal,  State  Government  and  Navajo  Nation  Governments 
to  invest  in  training  for  these  individuals  than  to 
invest  in  life-long  welfare  support. 


STATEMENT  OF  ROSALIE  LEWIS,  VICE-PRESIDENT/DEVELOPMENT, 
DYSTONIA  MEDICAL  RESEARCH  FOUNDATION 

I  am  Rosalie  Lewis,  Vice  President/Development  of  the  Dystonia 
Medical  Research  Foundation.  It  is  my  pleasure  to  submit  testimony 
to  the  Subcommittee  on  behalf  of  the  Foundation. 

I  have  been  formally  involved  with  the  Foundation  since  1989,  but 
on  a  more  personal  level  I  have  been  dealing  with  dystonia  since 
1985  when  the  first  of  the  three  of  our  children  with  dystonia  was 
diagnosed. 

Dystonia  is  a  neurological  disorder  characterized  by  severe 
involuntary  muscle  contractions  and  sustained  postures  causing 
mobility  problems  that  may  affect  as  many  as  250,000  people  in 
North  America  alone.  There  are  several  different  types  of  dystonia 
such  as:  idiopathic  torsion  dystonia  (generalized  dystonia)  which 
are  spasms  afflicting  many  parts  of  the  body  and  usually  begin  in 
childhood;  focal  dystonias  affecting  one  specific  part  of  the  body 
such  as  the  eyelids,  throat,  neck,  arms,  hands  or  feet;  and 
secondary  dystonia  which  is  secondary  to  injury  or  other  brain 
illness . 

There  is  no  definitive  test  for  dystonia  and  many  doctors  have 
never  seen  a  case  of  it.  As  a  result,  it  is  often  difficult  to 
find  a  doctor  with  sufficient  knowledge  and  experience  to  make  a 
correct  diagnosis.  It  is  estimated  that  90%  of  those  suffering 
from  dystonia  are  not  diagnosed  or  have  been  mis-diagnosed. 

In  primary,  uncomplicated  dystonia,  there  is  no  alteration  of 
consciousness,  sensation,  or  intellectual  function.  Treatment  for 
dystonia  is  limited  but  is  often  successful  with  drug  therapy, 
botulinum  toxin  injections  and  several  types  of  surgery. 

The  goals  of  the  Dystonia  Medical  Research  Foundation  are  to 
advance  research  into  the  causes  of  and  treatments  for  dystonia;  to 
build  awareness  of  dystonia  in  the  medical  and  the  lay  communities; 
and  to  sponsor  patient  and  family  support  groups  and  programs. 

TO  ADVANCE  RESEARCH  - 

Since  1977  the  Foundation  has  awarded  over  2  00  medical  research 
grants  totaling  $12  million  dollars.  Among  the  most  significant 
results  of  this  research  was  the  discovery  in  1989  of  a  genetic 
marker  for  dystonia.  In  addition,  several  treatments  have  been 
developed  including  the  use  of  Botulinum  Toxin,  Baclofen,  and 
Artane . 
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In  1981  the  Foundation  established  three  centers  for  dystonia 
research:  1.  The  Dystonia  Clinical  Research  Center  at  Columbia 
Presbyterian  Hospital  in  New  York;  2.  The  Movement  Disorder  Clinic 
at  the  University  of  British  Columbia;  3.  the  center  at  the 
National  Hospital  London,  England  (funded  until  1991) . 

TO  BUILD  AWARENESS  - 

Since  1976  the  Foundation  has  conducted  eight  medical  workshops, 
now  held  biennially,  for  clinicians  and  researchers  during  which 
all  known  medical  and  research  data  on  dystonia  is  presented, 
discussed,  and  then  published  in  neurological  journals  and  texts. 

The  dystonia  research  centers  mentioned  above  are  designed  as 
teaching  centers  as  well  as  research  and  treatment  institutions. 

Medical  videos  are  distributed  to  hospitals  and  medical  schools  and 
are  shown  throughout  the  year  at  various  professional  conventions. 
In  addition,  media  awareness  is  conducted  throughout  the  year  but 
most  especially  during  Dystonia  Awareness  Week  observed  each 
September. 

TO  SPONSOR  PATIENT  AND  FAMILY  SUPPORT  GROUPS  - 

The  Foundation  has  more  than  100  chapters,  support  groups  and  area 
contacts  in  operation  as  well  as  five  Board-reporting  Chairpersons 
and  eight  regional  coordinators  representing  awareness,  children's 
advocacy,  extension,  medical  education  and  symposium. 

Patient  symposiums  are  held  every  year  in  order  to  provide  the 
latest  information  to  dystonia  patients  or  others  who  are 
interested  in  the  disease.  The  last  symposium  in  March  of  1994  was 
an  enormous  success,  attended  by  over  300  people.  It  was  also  the 
first  time  that  a  symposium  conducted  a  program  for  children. 
Approximately  one  third  of  those  suffering  from  dystonia  are 
children.  As  a  result  we  are  now  starting  a  children's  network  and 
newsletter.  In  addition  it  was  a  unique  opportunity  for  dystonia 
patients  to  meet  in  small  groups  with  the  leading  experts  in  the 
dystonia  field.  This  year,  1995,  we  are  beginning  regional 
symposiums  to  attract,  educate  and  inform  more  persons  about 
dystonia . 

THE  NATIONAL  INSTITUTES  OF  HEALTH  AND  DYSTONIA 

In  February  1993  the  Dystonia  Foundation  co-sponsored  with  the 
National  Institute  on  Neurological  Disorders  and  Stroke  an 
international  workshop  to  bring  together  basic  and  clinical 
investigators.  The  purpose  of  the  workshop  was  to  identify 
research  progress,  future  research  priorities  and  technological 
advances.  Some  conclusions  reached  as  a  result  of  the  workshop 
according  to  the  workshop  summary  were  that  "a  greater  interaction 
is  needed  among  researchers  from  different  scientific  disciplines; 
carefully  collected  epidemiological  information  on  the  dystonia 
subtypes  would  provide  a  greater  recognition  not  only  of  the 
prevalence  of  the  dystonias  but  may  promote  an  understanding  of  the 
environmental  factors  that  result  in  clinical  expression;  and  that 
it  should  be  possible  in  the  near  future  to  further  refine  the 
classification  of  dystonias  based  on  genetic  patterns  and  clinical 
patterns  correlated  with  age  of  onset  and  anatomical  sites  of 
involvement."  The  meeting  summary  also  states  that  "research  on 
the  dystonias  is  clearly  poised  for  potential  breakthroughs  at  this 
time." 

A  strong  alliance  within  the  neuroscience  research  community  and 
the  Affiliated  National  Dystonia  Associations  to  continue  and 
promote  the  needed  referrals  for  the  clinical,  genetic  and 
postmortem  brain  collections  and  bridge  the  clinical  and  basic 
science  efforts   is   important   for  the  success   of  these  research 
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endeavors.  The  NINDS  encourages  these  ongoing  research  efforts 
towards  the  elucidation,  treatment  and  eventual  prevention  of  the 
various  subtypes  within  the  clinical  spectrum  of  dystonia." 

As  you  probably  are  aware,  it  can  be  extremely  difficult  for  young 
scientists  to  break  into  the  NIH  grant  system,  especially  with 
recent  NIH  budgets  only  allowing  for  the  funding  of  approximately 
2  0%  of  applications.  The  Dystonia  Foundation  believes  that  NINDS 
needs  to  focus  even  more  on  extramural  dystonia  research  and  would 
like  to  encourage  creative  collaborative  efforts,  sharing  with  the 
NIH  the  costs  to  fund  research  grants  and  medical  symposiums. 

The  Dystonia  Medical  Research  Foundation  recommends  that  the 
National  Institutes  of  Health  be  funded  for  FY96  at 
$12,694,000,000,  the  National  Institute  on  Neurological  Disorders 
and  Stroke  at  $703,697,000,  and  the  National  Institute  on  Deafness 
and  other  Communication  Disorders  at  $186,912,000.  This  represents 
a  12%  increase  for  each.  Because  dystonia  affects  Americans  six 
times  more  than  most  other  better  known  disorders  such  as 
Huntington's,  Muscular  Dystrophy,  and  ALS,  we  ask  that  NINDS  fund 
dystonia-specif ic  extramural  research  at  the  same  level  it  supports 
research  in  those  other  neurological  diseases. 

With  the  proper  dedication  of  resources,  we  believe  that  more 
treatments  and  a  cure  can  be  developed  that  will  help  my  three  boys 
and  thousands  of  others.  Again,  we  would  like  to  emphasize  that  we 
are  clearly  at  a  point  of  understanding  the  genetic  causes  of  this 
disorder.  We  believe  with  increased  NIH  funding  of  research  by 
NINDS  and  with  the  Foundation  grants,  we  will  celebrate  together 
the  discoveries. 

Thank  you  for  the  opportunity  to  submit  testimony  to  the 
Subcommittee  on  behalf  of  the  Dystonia  Medical  Research  Foundation. 


STATEMENT  OF  ROBERT  J.  BEALL,  PRESIDENT  AND  CHIEF  EXECUTIVE 
OFFICER,  CYSTIC  FIBROSIS  FOUNDATION 

The  Cystic  Fibrosis  Foundation  is  pleased  to  present  for  the  written  record  the  following 
testimony  by  Robert  J.  Beall,  Ph.D.,  president  and  chief  executive  officer  of  the  Foundation. 

We  appreciate  the  opportunity  to  offer  you  an  update  on  where  we  are  in  cystic  fibrosis 
(CF)  research.  We  are  living  one  of  the  most  exciting  success  stories  in  modem  medicine. 
It  is  a  story  that  should  have  a  happy  ending  but  this  could  very  well  hinge  on  the 
continued  Congressional  support  of  medical  research. 

Each  chapter  in  our  story  has  been  made  possible  by  your  support  and  vision.  Because  of 
your  investment,  we  now  have  the  "drug,"  a  gene  therapy  treatment  containing  healthy 
genes,  in  hand  to  cure  this  fatal  disease.  Most  of  the  vital  steps  made  by  CF  scientists 
have  been  supported  by  funding  provided  by  Congress  to  the  National  Institutes  of  Health 
(NIH). 

All  of  the  gene  therapy  trials,  involving  patients  with  CF,  are  taking  place  at  six  research 
centers  jointly  funded  by  the  Cystic  Fibrosis  Foundation  (CFF)  and  the  NIH.  The 
CFF/National  Institutes  of  Health  Gene  Therapy  Centers  are  at:  Cornell  University,  N.Y.; 
the  University  of  Iowa;  the  University  of  Pennsylvania;  the  University  of  North  Carolina  at 
Chapel  Hill;  the  University  of  Cincinnati;  and  the  University  of  Washington,  Seattle. 

If  you  will  permit  an  analogy,  in  some  ways  we  could  liken  our  goal  to  cure  CF  to  this 
country's  space  exploration  program  of  the  1960's-70's,  that,  incredibly,  put  a  man  on  the 
moon. 
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In  the  first  stage  of  the  Mercury  missions,  scientists  learned  how  to  develop  the  best  vehicle 
to  get  into  orbit.  Our  similar  mission  is  to  develop  an  effective  vehicle  to  deliver  our 
payload,  the  gene  treatment,  to  airway  cells. 

Any  gene  delivery  system  can  be  thought  of  as  a  type  of  "rocket"  or  space-age  vehicle, 
created  to  carry  healthy  genes  to  damaged  CF  airways.  Developing  such  a  vehicle  starts 
with  designing  a  prototype  that  then  undergoes  stages  of  improvement.  In  the  first  round 
of  studies,  CF  scientists  are  using  the  cold  virus  or,  adenovirus,  to  deliver  healthy  genes  to 
the  nasal  passages  and  lungs.  Preliminary  results  indicate  that  once  delivered,  the  genes 
are  making  the  normal  protein. 

The  next  important  stage  in  our  mission  is  to  greatly  increase  this  payload  and  deliver  it  to 
the  entire  lung,  a  feat  not  unlike  the  mission  of  the  Apollo  program-to  actually  deliver  a 
man  to  the  moon  and  have  him  walk  on  it!  In  our  case,  medical  researchers  need  to  work 
out  the  logistics  of  delivering  the  genes  to  more  than  1 0  billion  cells  that  line  the  airway  and 
correct  the  functioning  of  the  entire  lung.  Like  the  early  space  program,  we,  too,  are  delving 
into  the  unknown. 

But  here's  what  we  do  know.  Scientists  have  shown  that  adding  the  drug  which  is 
essentially  healthy  genes,  to  CF  cells,  they  can  correct  CF  cells  in  the  test  tube.  We  know 
that  one  type  of  gene  delivery  system,  a  modified  cold  virus,  will  get  the  genes  to  CF  cells 
in  the  nasal  passages  and  part  of  the  lung.  We  now  know  that  these  cells  are  corrected,  at 
least  in  the  short-term. 

It  is  because  of  your  investment  in  the  NIH  that  we've  been  able  to  turn  some  of  the 
unknowns  into  knowns-as  we  pioneer  the  new  field  of  gene  therapy.  Because  of  your 
commitment  to  the  NIH  as  a  national  priority,  over  the  past  20  months,  45  young  individuals 
with  CF  have  received  the  innovative  new  treatment. 

In  these  studies  we  have  learned  that  gene  therapy  for  CF  will  not  be  a  one-shot  deal,  one 
treatment  cannot  cure  the  disease.  When  new  cells  are  produced  that  are  defective,  the 
lungs  will  need  to  be  treated  again.  Therefore,  the  first  repeated  dose  study,  involving  the 
adenovirus,  has  begun  at  the  University  of  Iowa  and  the  University  of  Washington  Seattle; 
researchers  will  test  the  treatment  in  nasal  passages.  The  first  repeated  dose  study 
involving  the  lungs  awaits  final  FDA  approval  to  begin  at  Cornell  University. 

And  work  to  address  other  aspects  of  our  gene  therapy  "mission"  continue  as  well. 
Researchers  are  developing  a  new  second-generation  "rocket,"  a  streamlined  adenovirus, 
to  deliver  healthy  genes  to  CF  airways. 

Recently,  another  team  of  CF  researchers  were  given  approval  to  begin  the  first 
aerosolized  gene  therapy  treatment-with  the  goal  of  reaching  the  entire  airways  of  CF 
patients. 

CF  scientists  are  also  developing  yet  another  "rocket,"  or  gene  delivery  system  called 
"AAV."  or  adeno-associated  virus.  The  scientists,  from  The  Johns  Hopkins  University  (An 
NIH-CFF  Gene  Therapy  Center)  and  Targeted  Genetics  Corp.,  were  given  approval  by  the 
NIH  Recombinant  DNA  Committee  (RAC)  to  use  this  new  delivery  method  in  patients.  An 
AAV  carries  no  threat  of  disease  and  may  integrate  into  the  targeted  cells  permanently. 
This  means  that  once  the  gene  begins  to  function,  it  should  produce  the  CFTR  protein  for 
the  life  of  the  cell.  The  scientists  now  await  final  FDA  approval  for  research  in  people  with 
CF.  most  likely  in  early  1995. 

To  be  able  to  write  the  final  chapter  in  this  amazing  success  story,  we  must  support  the 
development  of  more  vehicles,  or  gene  delivery  systems,  and  refine  what  we  have  We 
also  need  to  enable  the  delivered  genes  to  express  their  genetic  product  longer  and 
therefore,  have  a  long-term  effect  of  correcting  the  cells. 
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We  are  now  living  in  the  era  of  molecular  medicine.  As  a  result  of  our  ability  to  isolate 
genes  -  to  grow  them  by  recombinant  techniques  -  we  are  now  at  the  threshold  of 
witnessing  the  greatest  achievement  in  medicine  since  the  discovery  of  antibiotics  and 
vaccines.  But  this  exciting  decade  -  in  which  we  will  be  able  to  cure  a  genetic  disease,  and 
use  gene  therapy  to  treat  cancer  and  heart  disease  by  interrupting  the  disease  process, 
would  not  be  possible  without  the  continuing  support  and  growth  of  the  NIH. 

As  you  focus  on  achieving  a  balanced  budget,  we  agree  that  limits  must  be  set  -  but  what 
greater  priority  could  there  be  than  the  health  of  every  American?  Furthermore,  in  the 
international  marketplace,  medical  research  is  a  stronghold  of  American  technological 
superiority.  Let's  protect  our  position. 

How  can  this  be  done? 

Provide  funding  to  the  NIH  that  will  allow  the  agency  to  accomplish  a  30 
percent  success  rate.  While  this  is  still  not  perfect  -  it  is  still  better  than  the 
23  percent  that  the  NIH  is  experiencing  now. 

Encourage  the  NIH  to  remove  the  proposed  "fair  pricing"  clauses  of  CRADA 
agreements  (Cooperative  Research  and  Development  Agreements)  that  are 
barriers  preventing  the  unique  private/public  partnership  between  the  NIH 
and  the  biotechnology/pharmaceutical  industries.  Gene  therapy  had  its 
genesis  with  a  unique  CRADA  between  a,  then  investigator  at  the  NIH,  Dr. 
French  Anderson  and  a  company  named  Gene  Therapy  Inc.  CRADAs 
including  "fair  price  clauses"  clearly  jeopardize  this  type  of  partnership.  Such 
clauses  damage  the  development  and  application  of  innovative  technology. 

Create  incentives  to  attract  clinically-trained  young  individuals  into  research. 
Decreased  funding  at  the  NIH  forces  young  physicians  in  training  to  enter 
private  practice.  And  without  your  help,  we  will  be  losing  an  entire  generation 
of  young  physicians  who  could  take  the  exciting  arena  of  molecular  medicine 
from  the  test  tube  to  the  bedside.  They  must  be  assured  that  there  is  a  future 
for  them  in  research  -  and  the  assurance  will  start  here. 

Continue  to  nurture  the  intramural  program  at  the  NIH.  The  intramural 
program  is  a  unique  resource  to  our  country,  and  it  is  slowly  being  dismantled 
by  new  periodical  ceilings  and  resource  limitations.  The  intramural  program 
is  slated  to  lose  more  than  2,000  positions.  This  is  a  resource  that  should  be 
revered  and  strengthened,  not  dismantled. 

Lastly,  keep  the  pressure  on  the  NIH  to  continue  to  focus  on  getting  the  basic 
research  to  the  patients.  While  basic  research  is  the  underpinning  of  what 
we  do,  this  Committee  is  in  the  best  position  to  remind  the  NIH  that  it  is  their 
responsibility  to  take  the  knowledge  and  quickly  apply  it  to  disease 
processes.  The  NIH  should  use  all  of  the  mechanisms  available  - 
investigator-  initiated  grants,  contracts,  program  grants,  research  centers, 
and  intramural  programs  to  accomplish  this. 

Funding  by  Congress  has  made  the  development  of  gene  therapy  possible.  We  have  the 
"drug"  to  cure  cystic  fibrosis.  What  we  need  is  to  get  more  vehicles,  or  gene  delivery 
systems,  off  the  drawing  board,  into  clinics  for  testing.  We  need  to  enable  our  best 
scientists  to  continue  to  pioneer  the  best  strategies  for  gene  therapy  development. 

We  have  charted  our  course,  our  destinationls Tclear,  we  are  only  limited  by  the  "fuel," 
which  propels  us-the  fuel  of  financial  support.  Many  young  lives  hang  in  the  balance  now, 
and  can  only  hold  on  to  the  hope  that  this  research  will  continue  unabated  as  we  work 
together  to  cure  CF  and  many  other  genetic  diseases  as  well. 

The  partnership  between  the  NIH  and  the  Foundation  has  taken  us  far-we  need  both  the 
insight  and  the  funds  to  back  the  best  and  the  brightest  scientists  to  deliver  the  ultimate 
"cure"  for  cystic  fibrosis. 
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STATEMENT  OF  MIRIAM  FEDER,  EXECUTIVE  DIRECTOR,  DYSTROPHIC 
EPIDERMOLYSIS  BULLOSA  RESEARCH  ASSOCIATION  [DEBRA]  OF 
AMERICA,  INC. 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

My  name  is  Miriam  Feder.  I  am  the  Executive  Director  of  the 
Dystrophic  Epidermolysis  Bullosa  Research  Association  (D.E.B.R.A.) 
of  America.  Please  accept  the  thanks  and  gratitude  of  more  than 
100,000  Americans  suffering  from  some  form  of  Epidermolysis  Bullosa 
(EB)  for  this  opportunity  to  submit  written  testimony  regarding  the 
NIAMS  budget  for  FY9  6. 

To  the  members  of  the  Committee  who  may  have  met  Dana  Marquardt, 
Arlene  Pessar  and  her  son,  Eric  Lopez,  who  have  testified  in  person 
before  this  committee  in  past  years,  I  am  saddened  to  report  that 
Eric  Lopez  died  this  past  October  at  the  age  of  24.  We  are 
however,  grateful  that  the  significant  research  advances  in  EB  that 
the  NIAMS  has  funded  may  provide  Dana  Marquardt  who  is  23  years  old 
with  a  chance  to  live  a  longer  and  healthier  life. 

EB  is  a  group  of  inherited  disorders  in  which  genetic  defects 
produce  blistering  of  the  skin  and  mucous  membranes  and  creates 
deep  wounds.  EB  may  have  dire  effects  on  many  other  systems  of  the 
body  and  complications  including  malnutrition,  hand  and  joint 
deformities,  chronic  anemia  and  early  death  due  to  respiratory 
failure,  heart  failure  and  cancer.  Many  babies  die  before  their 
first  birthday.  This  is  a  genetic  disorder  that  is  disfiguring, 
severely  disabling  and  often  fatal;  wreaking  dire  emotional  and 
financial  costs. 

I  would  like  to  excerpt  from  Dana  Marquardt 's  past  testimony  in 
order  to  acquaint  and  re-acquaint  the  distinguished  members  with 
the  urgent  need  to  continue  the  pace  of  the  current  biomedical 
research  which  is  disclosing  the  genetic  basis  and  cause  of  EB  and 
will  lead  to  future  treatment  and  a  cure. 

On  April  27,  1971  Dana's  mother  entered  the  hospital  in 
anticipation  of  the  birth  of  her  child.  She  did  not  hear  the  words 
"congratulations"  because  the  neonatal/obstetric  team  was 
concentrating  on  the  sacs  of  fluid  which  hung  from  the  infant's 
hands  and  feet  and  the  sloughing  of  skin  from  her  entire  tiny  body. 
After  three  agonizing  months  these  young  parents  brought  their 
bandaged  baby  home  with  the  mysterious  diagnosis  of  epidermolysis 
bullosa  (EB) . 

Dana's  care  is  as  complex  as  her  disorder.  Her  daily  routine  over 
the  past  23  years  consists  of  her  mother  changing  her  bandages  and 
draining  the  fluid  from  her  blisters  that  result  from  friction  to 
her  fragile  skin.  Antibiotic  ointment  is  then  applied  to  the 
blisters  and  open  wounds  to  lessen  the  amount  of  infection.  Then 
she  has  to  cover  the  lesions  with  sterile  non-stick  pads  and  secure 
them  by  wrapping  gauze  bandages  around  her  arms,  legs  and  sometimes 
her  whole  body;  and  then  use  a  very  special  paper  tape  to  keep  the 
bandages  in  place  until  the  next  day  or  until  her  soaking  bath. 


The  sea  of  red  tape  associated  with  insurance  reimbursements, 
denied  reimbursements  for  bandages,  ointments,  specialized  medical 
and  surgical  expenses  are  handled  by  her  father. 

In  Dana's  own  words,  she  describes  living  with  EB:  "Living  with 
epidermolysis  bullosa  is  like  fighting  a  losing  battle  with  my  own 
body.  Just  when  I  begin  to  notice  an  improvement  in  my  skin,  the 
war  is  declared  once  again  and  I  wake  up  the  next  morning  with  a 
massive  breakdown  of  blisters  and  new  lesions,  only  to  start  the 
process   all   over   again.      If  my   appetite   begins   to   improve,  my 
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throat  betrays  me  and  forms  a  blister  so  that  eating  even  ice  cream 
can  be  extremely  painful.  I  have  had  many  hand  surgeries,  and  all 
attempts  to  free  my  fingers  were  only  temporarily  successful  and 
each  one  lasted  for  a  shorter  period  of  time.  I  manage  quite  well 
without  fingers,  but  sometimes  I  miss  the  times  when  I  could  grab 
anything  I  wanted  and  not  have  to  use  two  hands. 

When  I  was  little,  I  used  to  sit  by  the  window  and  watch  the 
neighborhood  children  play  during  the  summer  from  an  air- 
conditioned  living  room.  Kids  ran  in  and  out  of  sprinklers,  and 
shadows  rode  by  my  house  on  bicycles.  I  watched  and  sometimes  I 
cried  because  I  wished  I  could  be  out  there  with  them,  but  I  knew 
it  would  never  happen.  Every  time  I  couldn't  play,  I  was  reminded 
that  even  in  a  school  program  for  the  disabled,  I  was  different. 
Once  I  got  into  the  upper  grades,  it  wasn't  quite  as  bad  but  I  knew 
I  never  totally  fit  in.     EB  took  away  my  childhood." 

Tom  Marquardt,  who  is  Dana's  dad  offers  his  perspective  for  your 
consideration  in  support  of  the  NIAMS  budget  because  of  his  trust 
and  belief  in  the  greatness  of  our  nation: 

"I  am  an  American  man,  born  in  the  1950 's  during  an  era  of  hope  and 
promise.  Americans  could  do  anything  and  did  accomplish  tremendous 
achievements.  America  had  preserved  democracy  for  the  world  by 
winning  World  War  II.  America  had  a  thriving  economy  that  gave 
opportunity  to  families  that  wished  for  an  American  dream  of  owning 
a  home  and  earning  a  living  that  could  provide  some  security  and 
enjoyment  of  the  latest  products  that  were  being  introduced  on  the 
market  at  a  breathtaking  pace.  A  polio  vaccine  was  discovered, 
immunizations  against  childhood  diseases  were  becoming  routine  and 
effective.  I  enjoyed  good  health  and  did  not  think  much  about  the 
limitations  of  disease  and  disability.  Children  do  not  need  to  be 
concerned  about  such  serious  subjects.  However,  their  parents 
must! 

What  is  the  promise  of  America?  It  is  the  hope  that  good  people 
can  acknowledge  their  differences  and  unite  for  a  common  good. 
This  requires  continual  vigilance  to  protect  this  promise  and  to 
constantly  evaluate  America's  priorities;  however,  America  is  a 
very  dynamic  and  varied  population  that  needs  and  wants  different 
things  over  different  time  periods.  America  is  rich  and  poor, 
ethnically  diverse,  able  and  disabled.  Yet  I  am  absolutely  sure 
that  we  all  bleed  red,  white  and  blue.  We  all  need  and  want  the 
promise  that  is  America. 

I  believe  that  people  of  the  United  States  have  given  consent  to  be 
taxed  for  the  purposes  of  providing  for  the  common  good  that  comes 
from  fighting  illnesses  that  threaten  us  all.  I  do  not  believe 
that  programs  which  address  basic  research  into  the  causes  and 
prevention  of  diseases  is  a  frivolous  or  inappropriate  role  of  the 
Federal  Government.  Difficult  choices  must  be  made  by  responsible 
leaders.  These  choices  will  be  respected,  if  they  are  selected 
thoughtfully  and  carefully  based  upon  the  common  interests  of  the 
American  people. 

Investments  yield  dividends.  No  one  can  find  a  cure  for  the  common 
cold  or  cancer  or  heart  disease  or  epidermolysis  bullosa  but 
collectively  we  can  invest  in  the  programs  that  can  yield  the 
benefits  of  a  strong,  healthy  and  caring  nation.  Invest  in  our 
nation's  future i" 

NIAMS  funded  research  in  EB  has  already  produced  spectacular 
cutting-edge  science  and  technology  that  is  bringing  us  closer  to 
a  cure.  Recent  progress  has  disclosed  distinct  mutations  in  all 
three  major  forms  of  EB.  These  discoveries  have  significant 
implications  in  terms  of  classification,  diagnosis  and  management 
for  people  affected  with  EB.    Families  are  already  benefitting  from 
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this  research  through  clinical  applications  such  as  DNA  prenatal 
diagnosis  during  the  first  trimester,  eliminating  a  previous  used 
technique  that  could  cause  further  damage  to  an  affected  baby. 
With  this  new  technology  the  obstetric  team  is  prepared  for  the 
birth  of  an  affected  child  and  appropriate  measures  can  be  taken 
for  both  mother  and  child  to  minimize  additional  trauma.  Dana's 
story  need  not  continue  to  be  repeated  once  a  family  suspects  EB 
may  occur.  The  understanding  of  the  underlying  genetic  basis  for 
EB  will  be  the  basis  for  the  development  of  gene  therapy  approaches 
to  reverse  the  manifestations  of  EB  as  well  as  approaches  to  other 
genetic  skin  disorders. 

D.E.B.R.A.  of  America  respectfully  urges  Congress  to  continue 
investing  in  research  that  will  indeed  create  the  breakthroughs 
that  will  bring  forth  the  cures  for  crippling  and  devastating 
diseases  that  are  costly  and  deadly  for  millions  of  Americans.  We 
believe  that  by  providing  a  17%  increase  over  the  FY95 
appropriation  for  NIAMS  for  FY96,  NIAMS  will  be  enabled  to  increase 
its  support  of  meritorious  research  grants  and  conduct  urgently 
needed  new  clinical  trials.  Millions  of  Americans  are  affected  by 
diseases  which  fall  under  NIAMS  purview.  This  increase  will 
significantly  affect  the  health  and  welfare  of  all  Americans. 

On  behalf  of  more  than  100,000  Americans  who  suffer  from  EB  I  thank 
this  Committee  and  Congress  for  its  continued  support  of  skin 
disease  research. 


STATEMENT  OF  M.  SUSAN  SMITH,  PRESIDENT,  THE  ENDOCRINE 

SOCIETY 

The  Endocrine  Society,  an  organization  which  represents  more  than  7900  physicians  and  scientists 
who  specialize  in  the  treatment  and  study  of  the  body's  glands,  hormones  and  the  functions  they 
regulate,  is  pleased  to  have  this  opportunity  to  address  appropriations  for  the  National  Institutes 
of  Health  in  the  1996  budget.  The  Endocrine  Society  is  the  world's  largest  and  most  active 
organization  devoted  to  research  on  hormones  and  the  clinical  practice  of  endocrinology.  Since 
our  founding  in  1916,  the  Society  has  had  a  distinguished  tradition  of  achievement  in  biomedical 
research  in  endocrinology.  Included  in  our  membership  are  Nobel  Laureates,  members  of  the 
National  Academy  of  Sciences,  as  well  as  the  Institute  of  Medicine,  and  a  former  Surgeon 
General  of  the  United  States. 

Endocrinology  is  the  field  of  science  concerned  with  hormones  and  the  endocrine  system,  which 
includes  the  hormone  secreting  glands  such  as  the  pituitary,  thyroid,  adrenal,  pancreas, 
parathyroid,  ovary  and  testis,  and  the  cells  of  most  organs,  including  the  brain,  heart,  lungs,  and 
digestive  tract,  which  produce  hormones.  The  hormones  produced  by  the  endocrine  system  are 
the  chemical  messengers  that  regulate  the  functions  of  all  tissues  and  cells.  Thus,  the  science  of 
endocrinology  is  fundamental  to  the  basic  functioning  of  the  human  body  and  integral  to  the 
practice  of  medicine  for  infants,  children,  adolescents,  and  adults.  Through  research,  we  know 
that  hormones  play  an  important  role  in  how  we  reproduce,  develop,  mature,  and  age. 
Fundamental  research  on  the  actions  of  hormones  have  explained  some  of  the  essential  functions 
of  life  itself  —  how  we  think,  resist  infections,  regulate  blood  pressure,  utilize  the  energy  derived 
from  food,  and  cope  with  stress. 

Since  hormones  have  effects  on  almost  all  organs  of  the  body,  they  also  influence  the  onset  and 
course  of  many  diseases.  Thus,  the  field  of  endocrinology  encompasses  disorders  that  are  among 
the  most  common  in  medicine  and  that  have  an  enormous  impact  on  human  health  and  medical 
care  costs.  Hormones  can  not  only  be  used  to  treat  endocrine  disorders  that  are  difficult  and 
debilitating,  but  they  also  play  a  unique  role  in  the  causation,  manifestation  and  treatment  of 
diseases  that  are  attributed  to  other  organ  systems,  and  that  are  major  causes  of  death  and 
disability.  As  a  consequence,  endocrinology  research  holds  hope  for  the  tens  of  millions  of 
Americans  with  diabetes,  osteoporosis,  cardiovascular  disease,  cancer,  arthritis,  infertility, 
depression  and  birth  defects. 
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There  is  a  long  list  of  N1H  supported  research  breakthroughs  which  have  extended  the  length  and 
improved  the  quality  of  the  lives  of  our  citizens.  The  federal  investment  in  biomedical  research 
is  one  of  the  most  important  reasons  that,  American  health  care,  despite  its  well  documented 
problems,  is  the  best  in  the  world.  In  endocrinology,  research  has  led  to  the  discovery  of 
hormones  and  the  use  of  these  hormonal  messengers  for  the  treatment  and  prevention  of  disease. 
This  testimony  will  focus  on  how  major  advances  in  endocrinology  have  improved  the  quality 
of  human  life,  reduced  the  costs  of  medical  care,  led  to  the  development  of  successful  products, 
and  contributed  to  the  economic  competitiveness  of  the  United  States. 

Just  as  the  endocrine  system's  impact  is  spread  throughout  the  body,  endocrine  research  is  spread 
throughout  all  of  the  NIH  Institutes.  The  majority  of  research  in  endocrinology,  however,  is 
conducted  by  the  National  Institute  for  Child  Health  and  Human  Development  (NICHD),  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK)  and  the  National 
Center  for  Research  Resources  (NCRR). 

NICHD 

Families  are  at  the  center  of  our  society,  and  ensuring  their  welfare  is  a  crucial  task  for  all  of  us. 
Research  funded  by  the  National  Institute  of  Child  Health  and  Human  Development  provides  the 
scientific  basis  to  provide  support  to  families  and  children.  The  outcome  of  this  research  benefits 
a  significant  part  of  the  population  of  the  United  States. 

Fundamental  research  on  reproduction  has  provided  the  knowledge  base  necessary  to  provide 
contraception  and  treat  infertility,  as  well  as  other  disorders  of  the  reproductive  systems  such  as 
precocious  puberty  and  premature  labor. 

Nearly  one  in  five  American  couples  will  seek  treatment  for  infertility  and  85%  of  women  and 
men  will  use  contraception  during  some  portion  of  their  reproductive  lives.  The  use  of  modern 
contraceptives  has  provided  women  control  over  their  reproductive  lives  for  the  first  time  in 
history;  allowing  them  to  choose  when  to  have  children.  In  addition,  hormonal  contraceptives 
provide  important  health  benefits  such  as  reducing  risk  for  uterine  and  ovarian  cancer. 

Despite  these  advances,  10%  of  adolescent  females  become  pregnant  each  year,  and  a  major 
portion  of  pregnancies  in  the  U.S.  are  unplanned.  New  research  on  contraceptives  to  address 
these  needs  is  required.  NICHD's  contraceptive  research  centers  and  reproductive  medicine 
network  can  make  valuable  contributions  in  research  and  the  treatment  of  reproductive  problems, 
but  so  far  have  not  done  all  that  they  could  due  to  inadequate  funding. 

Of  particular  importance  at  this  time  are  NICHD  supported  research  programs  investigating 
exciting  new  work  on  female  barrier  methods  that  will  not  only  protect  women  against  unwanted 
pregnancy,  but  against  sexually  transmitted  diseases,  (STD's)  including  HIV.  Important  advances 
have  been  made  towards  the  development  of  a  post-coital  or  "morning  after"  pill.  Such  methods 
could  prevent  up  to  50%  of  the  unplanned  pregnancies,  too  many  of  which  would  otherwise  result 
in  abortion. 

To  support  this  important  research,  The  Endocrine  Society  is  pleased  to  join  with  its  colleagues 
in  the  Friends  of  NICHD  coalition  in  recommending  an  FY  1996  appropriation  of  $608  million 
dollars. 

NIDDK 

Recent  work  supported  by  NIDDK  points  out  the  sometimes  unexpected  role  of  endocrinology 
in  a  variety  of  disease  conditions.  Endocrine  treatments,  specifically  those  of  human  growth 
hormone  and  insulin  like  growth  factors,  have  been  shown  to  have  a  salutary  effect  on  AIDS 
patients.  These  hormone  treatments  can  ameliorate  weight  loss  and  other  wasting  problems 
which  contribute  to  morbidity  and  mortality  in  patients  with  AIDS. 
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Another  exciting  area  of  research,  and  one  in  which  continued  work  is  vital,  is  on  the  endocrine 
aspects  of  cancer.  NIDDK  supported  scientists  are  exploring  linkages  between  the  endocrine 
system  and  prevention  and  treatment  of  breast  and  prostate  cancer.  This  research  should  result 
in  ways  to  reduce  the  incidence  of  these  cancers  just  as  hormonal  contraception  has  reduced 
ovarian  and  uterine  cancer. 

Osteoporosis  affects  as  many  as  25  million  Americans  each  year.  Hip  fractures  related  to 
osteoporosis  alone  cost  the  nation  more  than  $10  billion  each  year.  Additional  billions  are  spent 
to  help  patients  with  osteoporosis  forced  into  nursing  homes  because  the  disease  has  immobilized 
them.  Research  to  identify  patients  at  risk  for  osteoporosis  and  better  hormone  treatments  will 
markedly  reduce  the  cost  of  caring  for  patients  with  this  disorder. 

Another  recent  example  of  how  research  reduces  loss  of  life,  pain  and  expense  was  provided  by 
the  Diabetes  Control  and  Complications  Trial  (DCCT).  This  study  indicates  that  careful  control 
of  blood  sugar  levels  in  diabetics  reduces  the  risk  of  life  threatening  complications  by  as  much 
as  75%.  Research  to  help  develop  more  effective  means  of  achieving  control  of  blood  sugar  will 
dramatically  reduce  the  cost  of  managing  the  complications  of  diabetes.  Health  care  expenditures 
for  people  with  diabetes  exceeded  $105  billion  dollars  in  1992,  so  it  is  easy  to  see  that  reducing 
complications  from  diabetes  will  have  an  enormous  economic  reward. 

To  maintain  the  excellent  record  of  the  NIDDK,  The  Endocrine  Society  recommends  an 
appropriation  of  $827  million. 

NCRR 

The  National  Center  for  Research  Resources  is  crucial  to  all  areas  of  biomedical  research, 
providing  assistance  to  investigators  and  their  institutions  in  obtaining  the  necessary  equipment 
and  infrastructure  to  do  their  research.  Of  particular  interest  to  endocrinology  are  two 
components  of  NCRR,  the  General  Clinical  Research  Centers  (GCRC)  and  the  Regional  Primate 
Research  Centers. 


Research  involving  human  patients,  clinical  research,  is  a  vital  step  in  the  research  continuum. 
The  General  Clinical  Research  Centers  provide  an  important  outlet  for  this  type  of  research.  The 
GCRC  program  puts  research  in  the  control  of  the  scientists  at  individual  institutions,  they  review 
proposals,  and  manage  resources  to  support  only  the  best  clinical  science. 

Recent  studies  have  identified  a  pending  shortage  of  trained  clinical  investigators.  The  physician- 
scientist  taking  the  initial  steps  to  translate  the  findings  of  bench  research  to  clinical  applications 
is  a  crucial  link  in  the  biomedical  research  chain,  and  one  that  is  threatened.  The  crushing  debt 
load  incurred  by  most  medical  students,  and  lack  of  financial  reward  and  stable  research  support 
make  pursuing  a  research  career  unattractive  to  many  new  graduates  of  medial  schools. 

The  7  Primate  Research  Centers  supported  by  NCRR  provide  a  critical  resource  for  investigators: 
access  to  primate  research  models  and  the  expertise  and  support  to  maintain  them.  The  primate 
centers  provide  important  economies  of  scale  to  the  research  community.  Humane  care  of  all 
research  animals  is  vital,  but  particularly  with  high  order  primates,  can  get  expensive.  If  every 
research  institution  in  the  country  had  to  maintain  their  own  primate  facilities,  the  costs  would 
be  prohibitive.  In  addition,  the  centers  provide  a  crucial  scientific  synergy  to  occur. 

In  order  to  support  the  crucial  research,  training  and  infrastructure  programs  of  NCRR,  The 
Endocrine  Society  supports  an  appropriation  of  $497  million.  Because  the  mission  of  NCRR  is 
less  visible  than  other  parts  of  NIH,  it  can  become  an  attractive  place  to  cut  spending.  The 
programs  of  NCRR  are  the  foundation  of  all  the  other  areas  of  NIH.  It  is  literally  true  that 
research  cannot  occur  without  a  proper  infrastructure,  jmd  NCRR  is  essential  in  supplying  that 
infrastructure. 
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NIH 

N1H  provides  resources  for  cutting-edge  research  and  funds  for  training  the  next  generation  of 
researchers.  Its  investigations  will  continue  to  identify  the  mechanisms  of  disease  and  improve 
treatment  options.  Development  of  new  technologies  will  result  in  new  opportunities  for  industry, 
provide  jobs  and  improve  the  competitiveness  of  the  United  States. 

In  order  to  preserve  and  advance  our  nation's  outstanding  record  of  achievement  in  biomedical 
research,  we  are  recommending  $12.45  billion  for  NIH.  In  this  recommendation  we  join  the 
members  of  the  Coalition  of  Bio-medical  scientists. 

Finally,  let  me  note  that  the  members  of  The  Endocrine  Society,  and  the  biomedical  research 
community  in  general  understand  the  importance  of  reducing  our  national  debt,  and  appreciate 
the  wrenching  decisions  that  must  be  made.  NIH  research  is  not  just  another  government 
expenditure,  it  is  truly  an  investment  in  the  future  of  our  country.  NIH  is  the  reason  the  United 
States  leads  the  world  in  the  medical,  pharmaceutical  and  bio-technology  industries.  Yet  these 
industries  are  not  capable  of  stepping  in  to  do  the  basic  research,  the  long  term  view  required  to 
conduct  such  research  makes  it  a  role  only  government  can  play. 

NIH  is  not  a  top  down  bureaucracy,  it  is  an  organization  where  scientific  decisions  are  made  by 
scientists,  not  bureaucrats.  Indeed,  NIH  grants  can  be  seen  as  the  quintessential  block  grant 
program.  Through  peer  review,  the  best  science  is  funded,  based  on  merit. 

I  urge  you  to  support  these  efforts  and  if  the  members  of  The  Endocrine  Society  can  be  of 
assistance,  we  are  prepared  to  do  so. 


STATEMENT  OF  THE  EPILEPSY  FOUNDATION  OF  AMERICA 
Distinguished  Chairman  and  Members  of  the  Subcommittee: 

The  Epilepsy  Foundation  of  America  (EFA)  appreciates  this  opportunity  to  submit  written 
comments  to  the  Subcommittee  regarding  programs  of  interest  to  the  epilepsy  community. 
EFA  is  the  national  voluntary  health  agency  that  works  for  people  affected  by  seizures  through 
research,  education,  advocacy  and  service.  EFA  and  the  75  affiliates  throughout  the  United 
States  represent  the  interests  of  the  over  two  million  Americans  with  epilepsy.  While  EFA  is 
supportive  of  a  number  of  programs  that  serve  people  with  epilepsy  and  other  disabilities  and 
health  conditions,  our  written  comments  will  focus  on  medical  research,  prevention  and  access 
to  job  training  services. 

Approximately  one  percent  of  the  population,  now  more  than  two  million  Americans,  have 
epilepsy.  Approximately  3-4%  of  all  Americans  over  their  lifetime  will  experience  seizures. 
One  third  of  the  approximately  125,000  new  cases  per  year  begin  in  children.  In  more  than  70 
percent  of  all  cases  no  cause  can  be  found.  Among  the  rest,  epilepsy  may  be  caused  by  head 
injuries,  strokes,  brain  tumors,  genetic  conditions,  lead  poisoning,  complications  during  fetal 
development  or  birth,  illnesses  like  meningitis  or  encephalitis,  or  even  severe  cases  of  measles. 

Epilepsy  is  a  chronic  condition  that  requires  a  lifetime  of  continual  medical  treatment  and 
education.  Currently,  there  is  no  cure  for  epilepsy.  While  many  people  with  epilepsy  are  able 
to  control  their  seizures  with  medications,  it  is  not  widely  understood  that  approximately 
500,000  individuals  have  intractable  or  uncontrolled  seizures.  The  economic  cost  and 
emotional  toll  of  epilepsy,  especially  uncontrolled  epilepsy,  on  individuals  and  families  can  be 
devastating. 

MEDICAL  RESEARCH 


EFA  believes  public  and  private  sector  support  for  biomedical  research  must  be  expanded  if 
health  care  quality  is  to  be  advanced  and  costs  contained-  In  short,  an  increased  federal 
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commitment  to  biomedical  research  funding  must  be  an  integral  component  of  any  serious 
effort  to  contain  spending  in  the  future.  EFA  believes  that  through  research  advances  we  will 
prevent  and  one  day  cure  epilepsy  and  its  complications,  improving  the  quality  of  life  of 
millions  of  individuals  and  saving  billions  of  dollars.  The  investment  that  the  federal 
government  and  private  industry  have  made  in  epilepsy  research  over  the  past  few  decades  has 
led  to  many  advances  in  treatment.  New  and  better  anti-seizure  medications  and  surgical 
techniques  are  improving  seizure  control  and  have  enabled  many  people  with  epilepsy  to  lead 
independent  and  productive  lives. 

In  1993  and  1994,  the  FDA  approved  two  new  drugs  for  the  treatment  of  seizures  - 
gabapentin  and  lamotrigine.  These  drugs  are  a  major  addition  to  the  treatment  arsenal  for 
various  seizure  types.  They  will  benefit  many  adults  and  children  who  continue  to  have 
uncontrolled  seizures  or  who  are  experiencing  debilitating  side  effects  from  their  current 
medication. 

Presently,  epilepsy  research  at  the  National  Institute  for  Neurological  Disorders  and  Stroke 
(NINDS),  an  institute  of  the  National  Institutes  of  Health,  focuses  on  why  neurons  in  the  brain 
become  seizure  prone,  how  such  neurons  are  able  to  recruit  neighboring  cells  in  spreading 
abnormal  discharges,  and  what  can  be  done  about  it.  Basic  research  and  clinical  research  have 
benefited  from  many  new  tools  (e.g..  magnetic  resonance  imaging)  and  techniques  fe.g.. 
intensive  video-EEG  monitoring)  that  have  emerged  within  the  last  decade.  Other  recent 
breakthroughs  include:  identification  of  the  gene  for  juvenile  myoclonic  epilepsy  (a  form  of 
epilepsy  that  typically  begins  in  adolescence);  and  an  understanding  of  how  epileptic  seizure 
sites  develop  (which  may  help  explain  the  mechanism  of  seizure  generation  and  clarify  steps  to 
improved  therapy). 

However,  more  research  focusing  on  children  and  adults  with  intractable  epilepsy  is  needed. 
For  example,  basic  molecular  neurobiology  research  being  developed  in  several  areas  may  lead 
to  a  whole  new  generation  of  more  effective  and  less  toxic  anti-seizure  medications.  Another 
area  ripe  for  research  is  women  and  epilepsy.  Among  the  areas  where  further  research  is 
needed,  is  the  relationship  between  hormones  and  seizures  throughout  the  female  life-cycle  and 
the  pregnancy  risks  for  women  with  epilepsy. 

PREVENTION 

In  1993,  the  Centers  for  Disease  Control  and  Prevention  (CDC)  launched  its  epilepsy  program 
within  the  National  Center  for  Chronic  Disease  Prevention  and  Health  Promotion.  This 
program  focuses  on  early  detection  and  treatment  of  epilepsy  and  enhancing  the  overall  quality 
of  life  of  persons  with  epilepsy  by  targeting  its  outreach  and  education  efforts  to  consumers  and 
health  professionals.  Areas  of  program  emphasis  include  the  importance  of  early  and  accurate 
diagnosis,  appropriate  treatment,  prevention  of  unnecessary  death  and  injury  and  patient 
education  and  management. 

There  are  currently  two  studies  underway.  One  dealing  with  direct  medical  costs  and  a  second 
dealing  with  assessment  of  the  effectiveness  of  prevention  and  education  interventions.  CDC  is 
also  creating  a  database  dedicated  to  specifically  capturing  information  on  prevention, 
intervention  and  education  activities.  The  Epilepsy  Foundation  of  America,  the  American 
Epilepsy  Society  and  the  National  Association  of  Epilepsy  Centers  have  been  working  with  the 
CDC  in  planning  and  developing  these  initiatives. 


JOB  TRAINING  SERVICES 

Epilepsy  is  a  condition  that  is  hidden,  episodic,  and  highly  variable  in  its  impact  on  individuals; 
epilepsy  is  often  misunderstood  by  employers  and  co-workers  and  is  one  of  the  most  socially 
stigmatized  disabilities  in  the  United  States.  Unemployment  for  persons  with  epilepsy  is 


85 


estimated  to  be  twice  the  rate  in  the  general  population.  A  recent  survey  by  the  National 
Family  Opinion  research  organization  found  only  39%  of  people  with  epilepsy  are  employed 
full  time  and  33%  are  not  employed  at  all.  People  with  epilepsy  have  an  average  income  of 
$18,750  compared  with  $32,000  for  the  general  public. 

Training  Applicants  for  Placement  Success  (TAPS)  is  a  successful  Department  of  Labor  funded 
grant  which  the  Epilepsy  Foundation  of  America  (EFA),  in  partnership  with  12  local  affiliates, 
provides  crucial  employment  services  to  people  with  epilepsy.  The  purpose  of  this  grant  is  to 
provide  job  search  and  ADA  awareness  training  to  persons  with  epilepsy,  combined  with  peer 
and  counselor  support  during  job  search,  coordination  of  services  with  local  agencies,  and 
extensive  employer  education  about  epilepsy  and  accommodation  in  the  workplace.  EFA  is 
one  of  nine  national  disability  organizations  which  receive  funds  from  Title  IV,  Pilots  and 
Demonstration  Account  of  the  Job  Training  Partnership  Act.  No  other  national  project  has  this 
focus  on  epilepsy  and  employment.  State  and  local  resources  are  rarely  available  for  these 
services. 

As  the  Subcommittee  debates  spending  priorities  EFA  recommends  continued  support  for  the 
TAPS  grant.  This  national  project  combines  the  best  elements  of  consumer  involvement,  local 
implementation,  outcome  orientation,  and  national  leadership  to  enable  nearly  1,000  people 
with  epilepsy  per  year  achieve  their  employment  goals.  The  following  qualities  distinguish  the 
TAPS  program: 

Outcome  Driven— Specific  annual  outcome  goals  include:  1)  at  least  800  persons  in 
competitive  employment  (67  per  site);  2)  $895  cost  per  person  placed;  3)  minimum  65% 
placement  rate;  4)  minimum  70%  retention  rate  at  90  days;  5)  follow-up  at  30,  90,  180,  365 
days;  6)  800  new  employer  contacts  per  year. 

Cost-Effective— For  the  grant  year  ending  June  30,  1994,  916  people  with  epilepsy 
achieved  competitive,  unsubsidized  employment;  the  average  cost  per  person  placed  was 
$781 .50.  Job  retention  at  90  days  was  77%.  One-hundred  percent  (100%)  of  people 
placed  into  employment  received  follow-up  services.  Eighteen  hundred  forty  three  (1843) 
new  employers  were  contacted  through  personal  contact,  training  seminars,  and  job  fairs. 

Locally  Based-Local  sites  funded  through  this  project  are:  Los  Angeles,  CA;  Denver, 
CO,  Washington.  DC;  Miami,  FL;  Atlanta,  GA;  St.  Paul,  MN;  Kansas  City,  MO;  Trenton. 
NJ;  Rochester.  NY;  Portland,  OR;  Pittsburgh,  PA;  San  Antonio,  TX.  All  services  and  all 
contacts  take  place  at  the  local  TAPS  sites.. 

Public  Private  Partnership— These  grants  require  minimal  federal  and  no  state 
bureaucracy.  The  majority  of  the  resources  flow  directly  to  the  local  service  provider  and 
each  affiliate  provides  a  match  in  the  form  of  staff  support  and  facilities  to  compliment  the 
grant.  EFA's  national  staff  hire,  train,  and  supervise  the  local  staff  who  implement  the 
program.  This  ensures  consistency  of  philosophy,  service,  and  procedure,  while  enabling 
each  office  to  establish  relevant  local  features  in  the  program.  A  national  database  is 
maintained  on  all  enrollees.  all  placements,  and  each  follow-up.  This  provides  detailed 
information  on  demographic,  medical,  social,  and  employment  factors  for  people  before 
TAPS  service,  after  leaving  the  program,  and  during  their  employment  experience. 

Customer  Satisfaction— Each  year,  hundreds  of  TAPS  participants  are  randomly  surveyed 
by  EFA's  national  TAPS  staff  for  customer  satisfaction  and  service  recommendations.  The 
administration  is  thus  able  to  monitor  trends  and  make  adjustments  in  the  project,  including 
ongoing  staff  training  and  development  of  print  and  video  resources  for  consumers, 
employers,  and  professionals. 

FUNDING  RECOMMENDATIONS 

The  federal  government  plays  a  critical  role  in  the  funding  of  biomedical  research.  Much  of  the 
basic  research  currently  funded  through  the  National  Institutes  of  Health  would  not  be 
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conducted  with  a  diminished  federal  commitment.  Private  industry,  which  currently  funds  a 
majority  of  the  applied  and  clinical  research,  would  find  basic  research  too  risky  an  enterprise 
as  there  are  no  assurances  that  it  will  produce  a  marketable  product  or  procedure. 

The  Epilepsy  Foundation  of  America  (EFA)  plays  its  part  by  providing  critical  support  to 
young  investigators  to  pursue  careers  in  seeking  the  causes  and  cures  for  epilepsy.  However, 
the  promise  of  future  breakthroughs  in  epilepsy  research  can  only  be  achieved  through 
increased  funding  for  epilepsy  research  programs  at  the  NIH.  NINDS,  and  CDC. 

EFA  urges  the  Congress  to  increase  the  federal  commitment  to  biomedical  research  by 
allocating  sufficient  funding  to  advance  important  research  and  prevention  efforts  at  the 
following agencies. 


National  Institutes  of  Health:  EFA  recommends  that  Congress  appropriate,  at  a  minimum, 
$12.2  billion  in  FY  1996.  It  would  provide  sustainable  growth  for  investigator  initiated 
research,  support  for  both  existing  and  new  research  centers  and  clinical  trials,  and  enhanced 
support  for  the  research  infrastructure. 

National  Institute  for  Neurological  Disorders  and  Stroke:  EFA  strongly  urges  Congress  to 
appropriate  $720  million  for  the  NINDS  in  FY  1996,  a  modest  10%  increase  over  FY 
1995  level  of  $651  million.  The  professional  judgment  recommendation  for  FY  1996 
appropriations  is  $870  million.  This  represents  the  amount  that  experts  in  the  field  believe  is 
needed  to  support  scientifically  worthy  research  projects.  While  it  is  our  goal  to  invest  to  the 
maximum  extent  possible  in  vital  medical  research,  we  believe  our  recommendation  is 
achievable  and  a  positive  incremental  step  toward  that  goal. 

Centers  for  Disease  Control  and  Prevention:  Funding  for  FY  1 995  CDC  program  activities  are 
at  a  level  of  $710,000.  EFA  recommends  a  modest  increase  for  the  program  bringing  it  to 
its  originally  requested  level  of  $1  million.  This  will  provide  CDC  with  the  necessary  funds 
to  complete  the  planning  process  and  economic  survey  and  initiate  educational  programs  for 
providers  and  consumers.  It  is  critical  that  the  momentum  for  this  project  is  sustained  and 
carried  into  FY  1996  to  implement  the  first  phase  of  the  program. 

Department  of  Labor:-  As  the  Appropriations  Committees  consider  rescissions  for  FY  1995 
and  spending  for  FY  1996,  EFA  urges  continued  support  for  Title  IV.  the  Pilots  and 
Demonstrations  Account  of  the  Job  Training  Partnership  Act.  We  ask  that  the  Committee 
indicate  in  Report  language  their  support  for  the  disability  programs  funded  by  this  account. 
We  recommend  that  the  Pilots  and  Demonstrations  Account  continue  to  be  funded  at  $35 
million  for  FY  1996. 


STATEMENT  OF  DANIEL  PEREZ,  PRESIDENT,  FACIOSCAPULOHUMERAL 
SOCIETY,  INC.,  [THE  FSH  SOCIETY] 


Mr.  Chairman,  it  is  a  great  pleasure  to  submit  this  testimony  to  you  today. 

My  name  is  Daniel  Paul  Perez,  of  Lexington,  Massachusetts  and  I  am  testifying  today  as 
President  of  the  FacioScapuloHumeral  Society  and  as  an  individual  who  has  this  rare  disorder. 

The  Need  For  NTH  Funding  For  FSHD. 

My  testimony  is  about  the  profound  and  devastating  effects  of  a  disease  known  as 
Facioscapulohumeral  Disease  which  is  also  known  as  FSH  Muscular  Dystrophy  or  FSHD  and  the  urgent 
need  for  NIH  funding  for  research  on  this  disorder.  According  to  our  research,  only  a  small  amount  of 
work  is  going  on  in  either  the  National  Institute  of  Neurological  Disorders  and  Stroke  (  NINDS  )  or  the 
National  Institute  of  Arthritis,  MusculoSkelatal  and  Skin  Diseases  (  NIAMS  ).  Currently,  the  level  of 
funding  from  NINDS  and  NIAMS  for  FSHD  research  is  approximately  four  hundred  and  twenty-five 
thousand  dollars  per  year  or  seventeen  dollars  per  person  with  FSHD. 
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In  1994,  I  submitted  testimony  before  both  House  and  Senate  Appropriations  Committees' 
subcommittees  on  Labor,  Health  and  Human  Services  and  Education  and  Related  Agencies  which  stated 
that  NIH  and  Congress  could  help  bring  about  a  significant  research  and  scientific  opportunity  which 
would  benefit  tens  of  thousands  of  people  worldwide  with  modest  investments. 

More  than  one  year  later,  I  re-appear  before  Congress  older,  wiser  and  having  better 
perspective.  Once  again,  I  am  asking  the  Congress  of  the  United  States  of  America  to  consider  the  value 
and  merit  in  supporting  FSHD  research.  As  President  of  the  FSH  Society  and  as  the  chief  activist  for  the 
tens  of  thousands  of  individuals  living  with  FSHD  in  the  United  States  and  worldwide,  I  will  continue  to 
testify  year  after  year  arguing  the  case  of  wanting  to  live  life  free  from  disease. 

FSHD  is  a  series  of  errors.  The  defect  in  the  gene  is  the  first  error;  the  protein  for  which  it 
encodes  is  the  second;  and  this  primary  error  is  repeated  without  end.  This  primary  error  is  the  lowest 
common  denominator  of  the  FSHD  community.  The  people  living  with  and  involved  with  FSHD  all 
their  lifetime  deal  with  resolving  the  copious  manifestations  of  this  first  error.  Our  lives  are  a  testament 
to  fact  that  from  this  primary  error,  more  complex  errors  will  arise;  and  that  there  is  no  end  to  the  error 
leading  to  complexity  and  complexity  leading  to  further  progression  of  this  debilitating  disease  and 
constant  loss  of  physical  ability. 

The  race  to  find  the  gene  is  an  enormous  undertaking  which  traces  backward  through  this  series 
of  errors  to  the  starting  point.  It  is  a  complex  race  with  high  expectations  and  rewards.  It  is  a  race  in 
which  intellects  and  creative  minds  strive  to  win  despite  operating  on  severely  reduced  research  budgets. 
It  is  a  race  that  America  could  win  within  the  next  two  years  if  it  does  not  make  the  error  of  oversight, 
omission  or  of  apathy.  America  could  make  significant  gains  in  understanding  the  mechanism  of  the 
FSH  neuromuscular  disorder  by  investing  in  new  methods  and  techniques  of  research.  America  should 
realize  that  now  is  the  time  to  stop  the  cascading  series  of  errors.  Now  is  the  time  to  understand  the 
complexity  of  the  situation  and,  in  turn,  respond  by  funding  new  FSHD  research  programs. 

The  United  States  of  America  should  not  miss  this  tremendous  opportunity  that  would  allow  the 
current  generation  of  people  with  neuromuscular  disorders  and  their  future  generations  to  live  life  free 
from  disease.  The  FSHD  community  has  been  caught  in  this  never  ending  circle  of  error  leading  to 
complexity  and  complexity  leading  to  constant  loss  of  skeletal  muscle  and  functioning.  Time  is  of  the 
essence  here.  Lives  are  in  the  balance  and  the  race  against  this  disease  is  ongoing.  The  FSHD 
community  believes  that  now  is  the  time  to  move  to  action  and  it  demands  bold  and  persistent 
experimentation. 

Today,  I  am  asking  Congress  to  communicate  to  the  Public  Health  Service  and  National 
Institutes  of  Health  the  need  for  research  funding  on  the  FSHD  disorder  at  a  level  of  $3,000,000 
annually. 

The  FSH  Society. 

A  little  over  five  years  ago,  several  of  us  with  FSH  disorder  began  the  task  of  organizing  a 
society  of  patients.  The  purposes  of  our  organization  which  represents  over  650  families  that  have  been 
diagnosed  with  FSHD  are: 

1.  to  encourage  and  promote  scientific  and  clinical  research  and  development  through  education  of 
the  general  public,  governmental  bodies  and  the  medical  profession, 

2.  to  support  such  research  and  development, 

3.  to  accumulate  and  disseminate  information  about  FSHD, 

4.  to  actively  cooperate  with  related  organizations,  and 

5.  to  represent  individuals  and  families  with  FSHD. 

To  assist  with  this  effort,  we  have  assembled  a  prestigious  national  Scientific  Advisory  Board 
comprised  of  the  leading  researchers  and  medical  professionals  in  the  field  of  major  inherited 
neuromuscular  disorders.  Serving  on  this  board  are  Dr.  Theodore  Munsat,  who  is  past  president  of  the 
American  Academy  of  Neurology  and  a  neurologist  with  many  years  of  experience  in  diagnosing  FSHD; 
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Dr.  Robert  Brown,  who  discovered  the  gene  for  Familial  ALS;  Dr.  Louis  Kunkel,  who  discovered  the 
gene  for  Duchenne  Muscular  Dystrophy  and  is  currently  searching  for  the  gene  for  Spinal  Muscular 
Atrophy;  Dr.  Barbara  Weiffenbach,  who  is  a  molecular  geneticist  working  on  the  chromosome  4  FSHD 
gene;  Dr.  Robert  Griggs,  who  is  a  clinician  specializing  in  the  FSHD  disorder  and  natural  history  studies 
on  FSHD;  and  Dr.  Stephen  Jacobsen,  who  is  a  research  scientist  with  FSHD  who  has  worked  on  FSHD. 

Mr.  Chairman,  it  may  interest  you  to  know  that  Dr.  Kunkel  was  the  first  recipient  of  the  Annual 
Silvio  O.  Conte  Decade  of  the  Brain  Award,  so  named  by  the  National  Foundation  for  Brain  Research 
after  your  late  colleague  on  this  committee  and  great  friend  of  research  on  neurological  disorders,  Silvio 
O.  Conte. 

The  Clinical  Picture  of  FSH  Muscular  Dystrophy. 

The  FSH  Disorder,  otherwise  known  as  FacioScapuloHumeral  muscular  dystrophy  or  FSHD,  is 
a  neuromuscular  disorder  that  is  inherited  in  an  autosomal  dominant  fashion  and  has  an  estimated 
frequency  of  between  5  to  10  out  of  100,000.  The  range  could  be  several  times  greater  due  to  an 
undetermined  number  of  sub-clinical  cases.  The  disorder  is  characterized  by  a  progressive  atrophy  of 
specific  muscles  of  the  face  (  facio  ),  shoulder  (  scapulo  ),  girdle  and  upper  arms  (  humeral  ).  Often, 
other  trunk  and  limb  muscles  are  affected.  The  age  of  onset  and  the  severity  of  clinical  symptoms  are 
variable  within  and  between  families. 

The  major  consequence  of  inheriting  this  disease  is  that  of  a  progressive  loss  of  skeletal  muscle, 
with  a  usual  pattern  of  initial  noticeable  weakness  of  facial,  scapular  and  upper  arm  muscles  and 
subsequent  developing  weaknesses  of  other  muscles  of  the  torso  and  lower  limbs. 

The  age  of  onset  is  variable  as  is  the  eventual  extent  and  degree  of  muscle  loss,  but  noticeable 
muscle  weaknesses  are  usually  present  by  the  age  of  twenty.  The  progression  of  FSHD  usually  begins 
between  the  first  and  second  decades  of  life  for  men  and  between  the  second  and  third  decades  of  life  for 
women.  Life  expectancy  is  normal  in  many,  but  many  if  not  most  patients  become  significantly 
incapacitated  in  the  prime  of  life.  Approximately  twenty  percent  (20%  )  of  individuals  with  FSHD  are 
wheelchair-bound  by  the  fourth  decade  of  life.  FSHD  affects  both  males  and  females  and  appears  to 
show  no  racial  bias. 

There  are  families  where  the  parents  are  clinically  normal  but  they  have  children,  one  or  more, 
with  FSHD.  Sporadic  cases  of  FSHD  can  be  caused  by  mutations  and  germline  mosaicism. 

Lastly,  a  rare,  early  onset,  infantile  form  of  FSHD  exists  where  the  symptoms  are  more  severe 
than  that  of  the  typical  FSHD.  Children  with  infantile  FSHD  are  wheelchair  bound  at  a  very  early  age. 
Additionally,  the  infantile  form  FSHD  is  extremely  severe  and  may  result  in  an  early  death.  Thus, 
infantile  FSHD  resembles  Duchenne  muscular  dystrophy  in  its  clinical  course  and  prognosis. 

Stated  clearly,  FSHD  can  be  extremely  severe  and  in  some  forms  can  lead  to  an  early  death. 
FSHD  can  happen  to  anyone  of  us. 

Living  with  FSHD. 

The  prognosis  of  FSHD  includes  both  a  loss  of  muscular  strength  that  limits  personal  and 
occupational  activities  and  a  total  loss  of  mobility  in  perhaps  twenty  percent  of  the  cases.  Hearing  loss 
and  retinal  abnormalities  have  been  associated  with  FSHD. 

In  fact,  I  was  born  to  a  family  that  already  experienced  the  extraordinary  difficulty  of  receiving 
a  proper  diagnosis  for  FSHD.  In  the  first  few  years  my  life  I  had  been  diagnosed  as  having  FSHD  and  a 
severe  hearing  loss,  which  in  the  past  4  years  I  have  come  to  find  out  is  part  of  FSHD. 

At  32  years  of  age  I  consider  myself  a  life  long  survivor  of  the  severe  trauma  and  tension  of 
FSHD,  and  I  do  not  say  this  lightly.  I  have  dealt  with  the  continuing,  unrelenting  and  unending  loss 
caused  by  FSHD  from  the  first  second,  into  the  first  minute,  hour,  day,  week,  over  the  months  and 
through  the  years.  Not  for  a  moment  is  there  a  reprieve  from  continual  loss  of  my  physical  ability;  not 
for  a  moment  is  there  a  time  for  me  to  mourn;  not  for  a  moment  is  there  relief  from  the  physical  and 
mental  pain  that  is  a  result  of  this  disease.  There  is  no  known  treatment  and  no  known  cause  for  this 
disease. 
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FSHD  has  insidiously  and  systematically  deprived  me  of  my  childhood,  my  adolescence,  and  the 
full  range  of  choices  in  life.  FSHD  affects  the  way  you  walk,  the  way  you  dress,  the  way  you  work,  the 
way  you  wash,  the  way  you  sleep,  the  way  you  relate,  the  way  you  parent,  the  way  you  love;  the  way 
and  where  you  live  and  they  way  people  perceive  and  treat  you.  I  can  not  smile,  I  can  no  longer  hold  a 
baby  in  my  arms,  I  can  not  close  my  eyes  to  sleep,  I  can  no  longer  run  or  walk  on  the  beach  or  climb 
stairs.  Every  day  I  am  aware  of  the  things  that  I  may  not  be  able  to  do  tomorrow.  This  is  the  reality  for 
the  ten  to  twenty-five  thousand  people  living  with  FSHD  in  the  United  States. 

The  men,  women  and  children  who  live  with  the  daily  consequences  of  this  devastating  disease 
are  your  friends,  neighbors,  fellow  taxpayers  and  contributors  to  the  American  way  of  life.  With  an 
historical  88%  employment  rate  and  an  average  educational  achievement  level  of  14  years  (  source: 
Impairment  and  Disability  Profiles  on  Neuromuscular  Diseases:  Facioscapulohumeral  Muscular 
Dystrophy,  Research  and  Training  Center  on  Neuromuscular  Disease,  Department  of  Physical  Medicine 
&  Rehabilitation,  University  of  California,  Davis  and  The  National  Institute  on  Disability  & 
Rehabilitation  Research,  1994  ),  we  personally  bear  our  burden  of  the  health  care  costs  and  training 
expenses  to  prepare  for  and  maintain  financial  and  personal  independence. 

With  quiet  dignity,  we  live  our  lives  as  productively  as  possible  with  FSHD. 

The  Molecular  Genetics  of  FSHD. 

The  biochemical  basis  of  FSHD  is  unknown.  However,  it  is  unlikely  that  the  gene  for  FSHD 
codes  for  a  major  protein  component  of  muscle,  since  the  obvious  candidate  genes  are  not  linked  to  the 
FSHD  locus  and  FSHD  affects  a  variety  of  tissues  (  ear  and  eye  as  well  as  muscle  ).  The  delayed  age  of 
onset  and  the  selective  muscle  involvement  suggest  that  the  FSHD  gene  is  spatially  and  developmentally 
regulated. 

Without  any  candidate  genes  for  FSHD,  efforts  to  identify  the  gene  for  FSHD  began  by 
searching  for  its  chromosomal  location.  Families  were  recruited  in  which  FSHD  was  inherited  and 
several  research  groups  searched  for  correlations  between  the  inheritance  of  genetic  tags  and  the  disease. 
Researchers  in  the  Netherlands  mapped  the  causative  gene  for  FSHD  to  chromosome  4.  However,  one 
group  has  found  that  there  is  another  gene  that  causes  FSHD;  that  gene's  chromosomal  location  has  not 
been  identified.  Since  the  chromosomal  location  of  the  major  gene  that  causes  FSHD  was  determined, 
research  has  been  focused  on  fine  tuning  its  location.  Currently,  most  of  the  DNA  in  the  FSHD  gene 
region  has  been  isolated  or  cloned  and  the  DNA  differences  between  FSHD  and  unaffected  individuals 
have  been  detected.  Efforts  are  now  being  focused  on  finding  genes  that  reside  in  this  region.  These 
"candidate"  genes  are  being  screened  for  the  presence  of  DNA  differences  in  affected  individuals  that  are 
not  present  in  unaffected  individuals.  A  candidate  gene  that  displays  such  differences  is  likely  to  be  the 
FSHD  gene. 

Current  Funding  Sources  For  FSHD  Research. 

Although  FSHD  research  has  benefited  from  NIH  funding  of  the  genome  research,  direct 
funding  of  FSHD  research  by  NTH  has  been  minimal.  The  National  Institute  of  Neurological  Disorders 
and  Stroke  (  NINDS  )  has  two  (2)  projects  that  deal  directly  with  FSHD  titled:  "Identification  of  the 
Facioscapulohumeral  Dystrophy  Gene"  and  "Center  for  Genetic  Studies  in  Neurological  Disorders".  The 
National  Institute  of  Arthritis,  MusculoSkelatal  and  Skin  Diseases  (  NIAMS  )  has  one  (1)  project  that 
deals  directly  with  FSHD  titled:  "Cloning  the  Gene  responsible  for  FSH  Muscular  Dystrophy". 

The  total  NIH  funding  for  directly  titled  FSHD  research  for  the  fiscal  year  1995  (  FY95  )  is 
approximately  four  hundred  and  twenty-five  thousand  dollars  (  $425,000  )  or  $17  per  affected  person. 

FSH  Muscular  Dystrophy  has  a  prevalence  of  5-10  /  100,000  persons  and  receives  $425,000  or 
$17  dollars  per  affected  person  from  NIH  funding  sources.  ALS,  also  known  as  Lou  Gehrig's  disease, 
has  a  prevalence  of  1-2  /  100,000  persons  and  receives  $10,104,000  or  $1943  per  affected  person  from 
NIH  funding  sources.  Charcot-Marie-Tooth  (  Type  1,  2,  3  )  has  a  prevalence  of  1  /  15,000  persons  and 
receives  $1,212,000  or  $70  per  affected  person  from  NIH  funding  sources.  Even  though  FSHD  has  a 
greater  prevalence  in  the  population  than  either  ALS  or  CMT,  it  receives  significantly  less  from  NIH 
funding  sources. 
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Mr.  Chairman,  there  presently  is  very  modest  funding  of  FSHD  from  NIH  -  perhaps  four 
hundred  and  twenty-five  thousand  dollars.  I  re-iterate,  this  is  clearly  insufficient  given  the  recent 
advances  and  the  high  likelihood  of  making  significant  progress  in  the  very  near  future. 

FSHD  Research  Needs. 

As  stated  above  the  FSHD  community  is  a  very  high  functioning  population  and  does  not 
demand  much  from  our  overall  national  budget  and  in  some  cases  is  too  proud  to  ask  for  help.  The 
FSHD  community  appeals  to  the  Congress  of  the  United  States  of  America  to  take  action  on  the  one  item 
that  this  community  can  not  do  for  itself  -  fund  research  on  FSHD.  We  are  asking  today  for  a  contract 
with  people  living  with  FSHD  which  commits  to  funding  FSHD  research  in  the  following  areas: 

1.  Cloning  the  gene,  characterizing  the  nature  of  mutations  in  the  gene. 

2.  Launching  a  major  effort  to  understand  the  normal  function  of  the  FSHD  gene  and  how  its 
alteration  causes  the  disease. 

3.  Conducting  natural  history  studies  to  provide  a  baseline  for  future  therapeutic  techniques. 

4.  Developing  therapies  based  on  information  in  1,2,  and  3. 

Conclusion. 

We  appeal  to  you  today  to  take  our  hard  earned  tax  dollars  commensurate  with  our  numbers  and 
valuable  contributions  to  American  Society.  We  urge  the  United  Sates  government  to  allocate  a 
proportion  of  our  tax  burden  in  the  amount  of  one  hundred  and  twenty  dollars  (  $120  )  per  person  per 
year  living  with  FSHD.  The  current  amount  of  seventeen  dollars  (  $17  )  per  person  per  year  living  with 
FSHD  is  unacceptable.  We  ask  for  an  overall  research  budget  of  three  million  dollars. 

This  is  the  United  States  of  America,  and  in  a  country  as  great  as  ours  with  all  of  its  technical 
means  and  ability  it  should  be  absolutely  clear,  if  not  completely  black  and  white,  that  the  number  one 
priority  for  individuals  with  FSHD  and  the  one  absolutely  commanding  imperative  for  the  Federal 
Government  is  to  initiate  and  accelerate  in  any  way  possible,  research  on  FSHD.  With  modest  funding 
and  a  clear  direction  from  Congress  to  the  NIH  to  support  research  at  an  annualized  level  of  three  million 
dollars  (  $3,000,000  ),  significant  progress  can  be  made  in  conquering  and  eliminating  this  and  other 
devastating  diseases. 

Mr.  Chairman,  again,  thank  you  for  providing  this  opportunity  to  testify  before  your 
subcommittee. 


STATEMENT  OF  SAMUEL  C.  SILVERSTEIN,  M.D.,  PRESIDENT,  FEDERA- 
TION OF  AMERICAN  SOCIETIES  FOR  EXPERIMENTAL  BIOLOGY 
[FASEB] 

Mr.  Chairman  and  members  of  the  subcommittee: 

I  appreciate  the  opportunity  to  submit  the  following  statement  to  your  subcommittee  on  the 
fiscal  1996  appropriation  for  the  National  Institutes  of  Health  (NIH).  I  do  so  as  President  of  the 
Federation  of  American  Societies  for  Experimental  Biology  (FASEB),  an  organization  of  nine 
scientific  societies  with  a  membership  of  42,000  biomedical  researchers.  The  members  of  our  societies 
conduct  biomedical  and  life  science  research  and  teach  at  all  of  the  major  universities,  research 
institutes,  and  government  laboratories  in  the  nation.  In  addition  to  heading  FASEB,  I  also  am  John  C. 
Dalton  Professor  and  Chairman  of  the  Department  of  Physiology  and  Cellular  Biophysics  in  the 
College  of  Physicians  and  Surgeons  of  Columbia  University. 

FASEB's  funding  recommendations  for  NIH  for  fiscal  1996  are  based  upon  the  outcome  of  a 
Federation  Consensus  Conference  on  Federal  Research  Funding  in  the  Biomedical  and  Related  Life 
Sciences.  In  all,  the  Consensus  Conference,  held  last  October,  made  recommendations  for  eight 


91 


federal  agencies,  including  NIH,  which  support  research  in  the  life  sciences.  Let  me  briefly  highlight 
our  recommendations  for  NIH  in  the  new  fiscal  year  beginning  October  1 : 

Appropriations  level:  S12.46  billion,  a  10%  increase  over  fiscal  1995 

Research  projects  grants:  25,725,  reflecting  a  10.1%  increase  in  numbers  of  grants 

over  fiscal  1995 

•         Training:  S417  million,  including  stipend  increases  for  predoctoral  and 
postdoctoral  appointees 

Shared  Instrumentation:  $50  million  awarded  on  the  basis  of  competition 
Director's  Discretionary  Fund:  S10  million. 

As  you  know,  ihe  National  Institutes  of  Health  (NIH)  are  the  principal  biomedical  research 
agency  of  the  Federal  Government.  NIH  is  a  world  class  organization  whose  support  of  science  has 
contributed  to  most  if  not  all  of  the  major  biomedical  research  findings  of  our  time.  Through  the 
conduct,  support,  and  promotion  of  biomedical  research,  NIH  pursues  science  to  expand  fundamental 
knowledge  about  the  nature  and  behavior  of  living  systems,  and  applies  that  knowledge  to  improve 
health,  extend  lives,  and  reduce  the  burdens  resulting  from  disease  and  disability. 

NIH  supports  the  work  of  more  than  50,000  scientists  at  1 ,700  institutions  across  the  United 
States.  The  research  supported  by  NIH  makes  important  contributions  to  the  Nation's  economy  and  its 
competitive  standing  internationally.  NIH  is  by  far  the  largest  supporter  of  both  fundamental  and 
applied  biomedical  research  in  the  country  and  dwarfs  all  other  sources  of  funding  in  this  field. 

Recent  Accomplishments 

The  U.S.  leads  the  world  in  biomedical  research  by  all  available  indicators.  U.S.  citizens  have 
won  the  Nobel  Prize  in  Medicine  or  Physiology  71  out  of  157  times,  more  than  any  other  nation.  The 
1994  award  went  to  two  U.S.  researchers,  Alfred  G.  Gilman  and  Martin  Rodbell.  Gilman's  work  was 
supported  by  over  $6  million  in  NIH  grants;  Rodbell  did  most  of  his  prize-winning  work  at  NIH. 

In  1993,  grants  from  NIH  contributed  to  over  95%  of  the  discoveries  listed  by  Science  News  in 
its  year-end  highlights  of  biomedical  research.  Outstanding  accomplishments  by  scientists  supported 
by  NIH  grants  during  FY  1994  include: 

Cloning  a  Breast  Cancer  Susceptibility  Gene.  A  team  of  university  scientists  supported 
by  NIH  grants  and  NIH  staff  scientists  reported  the  cloning  of  a  breast  cancer 
susceptibility  gene  called  BRCA1 .  Mutations  in  this  gene  are  believed  to  be 
responsible  for  half  of  all  hereditary  breast  cancers  (which  account  for  5  to  10%  of  all 
breast  cancers).  Some  researchers  predict  that  diagnostic  tests  for  BRCA1  mutations 
could  be  available  before  1996. 

Genetic  Mutations  Lead  to  Colon  and  Other  Cancer.  Colorectal  cancer  is  one  of  the 
most  common  cancers  diagnosed  in  the  U.S.  Investigators  have  recently  identified  four 
genes  that,  when  mutated,  are  responsible  for  more  than  90%  of  hereditary  colorectal 
cancer. 

Melanoma  Susceptibility  Gene.  Researchers  have  identified  a  key  piece  in  the  puzzle 
of  melanoma,  the  most  deadly  skin  cancer.  They  discovered  that  mutations  in  a  gene 
called  pi  6,  which  normally  suppresses  tumor  growth,  can  be  passed  on  from  one 
generation  to  the  next. 

Role  and  Structure  of  Tumor  Suppressor  Protein  (p53).    Mutations  or  deletions  of  a 
protein  known  as  p53  are  involved  in  up  to  half  of  all  human  cancers.  Now  NIH 
supported  scientists  are  unraveling  the  complex  mechanism  for  the  anti-tumor  activity 
ofp53. 

Reducing  the  Rate  of  Maternal-Fetal  HIV  Transmission.  Results  from  an  international 
AIDS  clinical  trial  have  shown  that  Zidovudine  (AZT)  therapy  reduces  HIV 
transmission  from  mother  to  infant  by  approximately  67%,  when  both  receive  treatment. 
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Angioplasty  Is  a  Viable  Alternative  to  Bypass  Surgery.  An  NIH-sponsored  clinical  trial 
has  demonstrated  that  patients  who  receive  balloon  angioplasty,  a  procedure  that  widens 
diseased  coronary  arteries  by  inflation  of  a  balloon-tipped  catheter,  experience  no  more 
deaths,  heart  attacks,  or  ischemia  (reduced  blood  flow  to  the  heart)  than  similar  patients 
who  receive  coronary  artery  bypass  surgery. 

Treatment  to  Reduce  Brain  Hemorrhage  in  Very  Low  Birthweight  Babies.  An  estimated 
20  to  40%  of  very  low  birthweight  infants  are  at  risk  for  bleeding  in  the  brain,  which  is 
known  as  intraventricular  hemorrhage  (IVH).  Researchers  have  recently  achieved  an 
important  advance  in  preventing  IVH  in  very  low  birthweight  babies  treated  within  6-12 
hours  of  birth  with  the  drug  indomethacin. 

Research  Grants 

Individual  investigator-initiated  research  project  grants  represent  the  heart  of  the  NIH 
Extramural  Program  and  are  the  engines  of  progress  in  the  biomedical  sciences.  They  are  the  major 
NIH  mechanism  for  funding  biomedical  research  at  medical  schools,  universities,  and  research 
institutes.  These  grants,  rigorously  evaluated  and  competitively  awarded,  are  a  principal  source  of 
research  breakthroughs.  They  are  key  elements  in  U.S.  leadership  in  biomedical  research.  The 
FASEB  Consensus  Conference  scientists  recommend  that  funds  be  provided  in  FY  1996  to  support 
25,725  research  project  grants,  an  increase  of  10.1%  over  the  23,370  research  project  grants  scheduled 
for  funding  in  FY  1995.  This  will  enable  NIH  to  make  optimal  use  of  new  knowledge  from 
neuroscience,  cardiovascular  medicine,  infectious  diseases,  and  cancer  research. 

In  FY  1 994,  the  success  rate  for  all  NIH  research  project  grants  is  estimated  to  be  25%.  The 
projected  success  rate  for  FY  1995  also  is  25%.  This  represents  a  stabilization  of  success  rates  at  a 
level  significantly  below  that  of  the  recent  past.  These  success  rates,  moreover,  include  diverse 
funding  mechanisms  and  combine  data  on  the  funding  of  the  crucial  investigator-conceived  research 
grants  (termed  R01  grants  by  NIH)  with  those  of  other  programs.  It  is  the  innovative  projects 
supported  by  ROls  that  contain  the  seeds  of  tomorrow's  breakthroughs.  Yet,  the  success  rate  for  new, 
unsolicited  ROls  was  only  15%  in  FY  1993. 

FASEB  supports  the  peer-review  system  because  it  provides  for  the  best  possible  scientific 
work  based  on  merit  review.  The  practice  of  earmarking  funds  for  specific  projects  circumvents  this 
process  and  deprives  the  public  of  the  assurance  that  scarce  federal  funds  are  going  to  support  the  best 

science. 

As  part  of  the  National  Performance  Review,  NIH  has  undertaken  a  major  review  of  its 
extramural  program,  including  a  reassessment  of  the  peer-review  process.  Our  Consensus  Conferees 
support  the  innovative  approaches  to  the  management  of  the  extramural  program  "that  NIH  Director 
Harold  Varmus  has  implemented.  These  include  just-in-time  submission  of  administrative  supporting 
documents  and  triage  review.  These  changes  have  the  potential  to  streamline  the  review  process, 
thereby  reducing  its  costs  to  both  applicants  and  government.  FASEB  commends  NIH  for  embarking 
on  a  program  of  innovation,  experimentation,  and  evaluation. 

Training 

NIH  training  programs  are  an  investment  in  human  capital  for  the  future  of  human  health. 
FASEB  recommends  $417  million  dollars  for  training  in  FY  1996. 

It  is  crucial  that  NIH  be  able  to  invest  in  the  highest  quality  individuals  from  the  undergraduate 
applicant  pool  to  maintain  the  Nation's  competitive  advantage,  and  to  ensure  that  we  continue  to 
capitalize  on  discoveries  made  in  U.S.  research  laboratories. 

Current  stipend  levels  for  NIH  trainees  and  fellows  are  inadequate.  In  recent  years,  the  training 
budget  has  been  insufficient  to  meet  the  recommendations  of  FASEB  and  the  National  Research 
Council  (NRC)  for  "realistic"  stipends  [Endnote  1].  FASEB  believe  that  this  is  a  serious  problem,  and 
recommend  additional  funding  in  FY  1996  to  preserve  the  quality  and  effectiveness  of  NIH  training 
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programs.  FASEB  recommends  an  increase  in  stipend  levels  to  $12,000  for  predoctoral  and  $25,000 
for  first-year  postdoctoral  appointees,  with  proportional  increases  in  funding  in  subsequent  years  of 
training.  An  increase  of  $38  million  over  the  FY  1995  training  budget  will  allow  NIH  to  raise  the 
stipends  to  the  recommended  levels. 

The  continuing  low  rate  of  unemployment  among  doctoral  biomedical  scientists  (1.7% 
unemployed,  1.6%  underemployed,  and  92.6%  employed  in  science  and  engineering  occupations), 
indicates  a  continuing  demand  for  highly  skilled  individuals  in  the  biomedical  sciences  [Endnote  2]. 
FASEB  concurs  with  the  NRC  Committee  on  Research  Personnel,  and  recommend  that  the  number  of 
basic  biomedical  sciences  predoctoral  and  postdoctoral  training  positions  continue  at  current  levels. 

FASEB  further  reaffirms  the  importance  and  unique  character  of  the  Medical  Scientist 
Training  Program  (MSTP).  Both  FASEB  and  the  NRC  recommend  increasing  the  number  of  MSTP 
trainees  by  50  for  each  of  the  next  five  years  to  reach  a  total  of  1 ,000.  This  program  provides  a  cadre 
of  MD/PhD  physicians-scientists  who  have  the  ability  to  accelerate  the  practical  use  of  fundamental 
scientific  discoveries.  NIH  data  show  that  graduates  of  federally  funded  MSTPs  are  34%  more  likely 
to  receive  a  top  priority  score  on  grant  applications  than  MDs  or  PhDs  who  did  not  receive  training  in  a 
federally  funded  MSTP.  This  indicates  that  NIH  is  doing  an  outstanding  job  in  selecting  programs  that 
attract  the  very  best  young  minds.  Few  other  groups  requesting  federal  support  can  document  the 
success  of  their  program  with  such  convincing  data. 

Other  Issues 

Shared  Instrumentation:  FASEB  strongly  supports  the  NIH  Shared  Instrumentation  Grants 
Program  which  allows  institutions  to  purchase  state-of-the-art  research  instruments  (such  as  nuclear 
magnetic  resonance  spectrometers,  mass  spectrometers,  X-ray  diffractometers,  and  protein  and  DNA 
sequencers)  for  cost-effective  sharing  by  groups  of  NIH-supported  scientists. 

Instrumentation  in  American  laboratories  has  not  kept  pace  with  that  in  laboratories  in 
competing  nations.  The  Shared  Instrumentation  Grant  Program  awarded  an  average  of  $31.9  million 
per  year.  The  level  of  funding  has  dropped  continuously  since  FY  1991,  averaging  only  $9.0  million 
per  year.  To  compensate  for  the  recent  period  of  inadequate  funding  and  adjust  for  price  increases, 
FASEB  recommends  that  $50  million  be  included  in  the  NIH  budget  for  competitively  awarded,  shared 
instrumentation  in  FY  1996. 

Director's  Discretionary  Fund  and  Budget  Transfer  Authority:  Appropriations  provided  by 
Congress  to  the  Director's  Fund  have  enabled  Dr.  Harold  Varmus  to  identify  new  opportunities  in 
medicine  and  fundamental  investigation.  Not  only  has  innovative  research  been  encouraged,  but  also 
promising  young  investigators,  who  otherwise  might  not  receive  NIH  support,  have  been  given  funding 
to  test  novel,  forward-looking  ideas.  The  Shannon  Award  program,  in  particular,  continues  to  be 
successful  as  a  vehicle  for  funding  the  most  innovative  research.  FASEB  recommends  a  budget  of  $10 
million  for  the  Director's  Fund  in  FY  1996.  FASEB  also  commends  Congress  for  giving  the  Director 
the  ability  to  transfer  up  to  1%  of  the  NIH  appropriation  to  activities  he  may  designate. 

Intramural  Program:  FASEB  agrees  with  the  recommendation  of  the  External  Advisory 
Committee  to  the  Director  that  the  intramural  program  budget  should  not  exceed  1 1 .3%  of  the  total 
NIH  budget.  Monies  needed  for  renovation  of  NIH's  Clinical  Center  should  be  derived  from  a  special 
appropriation.  They  should  not  compromise  support  for  NIH's  intra-  and  extramural  research 
programs. 

Biomedical  Research  Trust  Fund:  FASEB  strongly  endorses  the  concept  of  a  biomedical 
research  trust  fund  to  augment  NIH  funding.  Increased  support  for  NIH  and  biomedical  research  must 
have  a  central  place  in  all  future  discussions  of  health  care  reform. 

Budget  Recommendations 

In  FY  1994,  the  NIH  appropriation  was  $10,937,653,000.  The  FY  1995  appropriation  is 
$  1 1 ,326,307,000,  an  increase  of  only  3.6%.  NIH  estimates  that  the  Biomedical  Research  and 
Development  Price  Index  (BRDPI)  will  rise  by  4.1%  in  FY  1995.  Thus,  the  purchasing  power  of  NIH 
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support  will  have  declined  by  0.5%  by  the  end  of  FY  1995.  For  FY  1996,  FASEB  recommends  an 
NIH  appropriation  of  $12,458,938,000,  an  increase  of  10%  over  FY  1995.  Included  in  this 
recommendation  are  a  14%  increase  in  funds  for  research  project  grants,  a  substantial  increase  for 
shared  instrumentation  grants  and  for  the  Director's  Discretionary  Fund,  and  modest  increases  in  MSTP 
trainees  and  in  stipends  for  pre-  and  postdoctoral  trainees. 

That  completes  my  statement  and  again  I  thank  you  for  the  opportunity  to  submit  the 
Federation's  written  views  on  NIH  funding  in  fiscal  1996. 

Endnotes: 

I  Federation  of  American  Societies  for  Experimental  Biology.  (1993)  Report  of  the  FASEB  Consensus  Conference  on  FY  1995  Federal  Research 

Funding  in  the  Biomedical  and  Related  Life  Sciences  Bethesda,  MD:  FASEB;  and  National  Research  Council.  Committee  on  National  Needs 
for  Biomedical  and  Behavioral  Research  Personnel  (1994)  Meeting  the  Nation's  Needs  for  Biomedical  and  Behavioral  Scientists  Washington, 
DC:  National  Academy  Press. 

2.  National  Science  Board  (1993)  Science  and  Engineering  Indicators  1993.  Washington,  DC:  US  GPO. 


STATEMENT  OF  DAVID  JOHNSON,  EXECUTIVE  DIRECTOR,  FEDERATION 
OF  BEHAVIORAL,  PSYCHOLOGICAL,  AND  COGNITIVE  SCIENCES 

Senator  Specter,  members  of  the  Subcommittee,  my  name  is  David  Johnson.  I  am 
Executive  Director  of  the  Federation  of  Behavioral,  Psychological  and  Cognitive  Sciences,  a 
coalition  of  17  scientific  societies  and  some  150  university  graduate  departments  and  research 
centers.  The  more  than  25,000  scientists  we  represent  conduct  research  across  a  range  of 
subdisciplines  in  the  behavioral  sciences.  We  welcome  this  opportunity  to  express  our  views 
regarding  the  FY96  appropriation  for  the  National  Institutes  of  Health  and  the  Department  of 
Education,  particularly  the  Office  of  Educational  Research  and  Improvement  at  the  Department  of 
Education. 

Should  the  Department  of  Education  be  Abolished? 

Let  me  begin  with  a  word  about  the  Department  of  Education.  In  other  budget  years,  it 
has  been  appropriate  to  discuss  with  the  Subcommittee  the  various  activities  to  which  the  research 
budget  for  education  is  to  be  put  and  to  consider  whether  the  President's  requested  level  is 
adequate  to  perform  the  tasks  for  which  it  would  be  used.  This,  it  appears,  is  not  like  other 
budget  years.  The  first  item  of  discussion  cannot  be  whether  or  not  the  funding  request  is 
adequate.  The  first  order  of  business  is  to  discuss  whether  there  should  be  a  Department  of 
Education.  It  is  the  intention  of  some  in  the  Congress  to  do  away  with  several  cabinet 
departments,  and  Education  is  among  those  slated  for  elimination  or  drastic  modification. 

Again,  in  the  normal  order  of  things,  the  authorizing  committees  would  be  considering  the 
programs  and  the  reasons  for  existence  of  the  various  departments.  But  much  of  what  the  104th 
Congress  is  striving  to  do  will  be  carried  out  through  budget  and  appropriation  decisions.  That  is 
why  the  idea  of  doing  away  with  much  of  the  Federal  government's  involvement  in  education  must 
be  treated  in  testimony  to  this  appropriation  subcommittee.  In  arguing  for  abolition,  many  critics 
have  said  that  the  Department  has  performed  poorly.  Leaving  aside  whether  the  statement  is  true, 
arguing  to  eliminate  participation  in  an  activity  because  past  participation  has  been  less  than 
satisfactory  begs  the  question.  If  the  activity  is  a  necessary  activity,  then  the  focus  should  be  on 
understanding  and  alleviating  the  factors  that  have  led  to  poor  performance,  not  on  ceasing  to 
perform. 

The  Department  Should  Not  Be  Abolished.  It  Performs  Three  Essential,  Uniquely  National 
Functions 

The  fundamental  question  to  be  answered,  then,  is,  is  Federal  involvement  in  education  a 
necessary  activity?  We  believe  it  is  necessary  on  several  levels.  First,  the  nation,  and  not  simply 
the  States  and  localities,  have  a  stake  in  education.  An  educated  populace  is  a  precious  national 
asset  that  the  Federal  government  should  take  steps  to  secure.  The  government  itself  draws  from 
the  pool  of  highly  educated  citizens  for  its  own  personnel  needs.  Both  the  industrial  base  and  the 
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leadership  base  on  which  this  country  depends  for  its  national  defense  are  dependent  on  highly 
educated  individuals.  Moreover,  the  ability  of  this  country  to  carry  on  its  relations  with  other 
countries  and  to  engage  other  countries  favorably  in  the  international  marketplace  are  dependent 
on  educated  professionals.  So,  to  assure  that  it  can  meet  its  own  needs,  the  national  government 
should  remain  involved  in  education. 

Second,  the  ability  of  the  States  and  localities  to  deliver  education  is  inherently  unequal 
because  the  sources  of  wealth,  and,  thus,  the  sources  for  support  of  schools  are  not  distributed 
equally  in  the  country.  Without  a  device  for  equalizing  educational  opportunity,  a  trend  that  is 
already  too  pronounced  will  become  even  more  extreme.  That  is  the  tendency  for  some  citizens 
to  have  educational  opportunities  and  others  to  lack  them.  Inadequately  educated  citizens  both 
fail  to  participate  fully  in  the  American  workforce  and  require  the  expenditure  of  public  funds  to 
meet  subsistence  needs.  So  lack  of  national  investment  in  education  results  in  increased  welfare 
costs  and  loss  of  tax  revenue.  Just  as  importantly,  if  too  large  a  segment  of  the  population  suffers 
from  inadequate  education,  and  is  thereby  cut  off  from  the  means  to  fulfill  its  aspirations,  the 
country  itself  runs  the  risk  of  becoming  unstable.  If  a  large  enough  segment  of  the  population 
becomes  seriously  discontent  with  the  quality  of  life  in  the  United  States  the  result  may  be 
growing  social  unrest.  The  Los  Angeles  riots  demonstrated  only  recently  that  such  discontent  in 
some  areas  of  the  country  is  already  at  an  ignitable  level.  To  reduce  the  inherent  inequities  in 
distribution  of  educational  resources  in  the  country,  and  to  assure  that  all  citizens  will  receive  a 
level  of  education  that  will  help  them  to  be  productive  in  the  labor  force,  the  Federal  government 
should  maintain  a  role  in  education. 

It  should  be  noted  that  in  addition  to  its  efforts  at  the  elementary  and  secondary  levels,  the 
Federal  government,  through  loans  and  scholarships,  plays  a  major  role  in  making  college 
education  accessible  to  those  who  could  not  afford  it  without  assistance.  It  is  unlikely  that  State 
and  local  governments  would  fill  this  function  at  the  level  that  is  needed  to  assure  that  the  country 
will  have  an  adequate  supply  of  professionals  for  all  its  needs.  The  savings  plans  that  some  states 
are  now  offering  state  residents  could  meet  some  of  the  need.  But  to  participate  families  must 
have  sufficient  disposable  income  to  contribute  to  the  tuition  savings  plan,  and  not  all  students 
who  have  the  ability  to  excel  in  college  come  from  families  with  the  requisite  disposable  income. 
The  Federal  government  plays  the  important  role  of  seeing  that  access  to  higher  education  is  not 
limited  by  social  or  economic  class.  In  a  democratic  society,  that  is  an  essential  function. 

The  third  reason  the  Federal  government  should  not  abandon  its  role  in  education  is  that 
Federal  support  makes  it  possible  to  create  the  knowledge  base  on  which  improvements  in 
education  everywhere  in  the  country  rest.  Research  on  learning,  teaching,  and  scientific  efforts  to 
improve  curriculum  all  receive  their  most  significant  support  from  the  Federal  government  as  does 
the  infrastructure  for  dissemination  of  education  improvements  to  local  education  agencies.  It  is 
impractical  to  count  on  50  states  or  each  of  the  several  thousand  school  districts  in  the  nation  to 
mount  their  own  research  programs  to  improve  education.  To  even  attempt  to  do  so  would  be 
terribly  wasteful.  Support  of  educational  research  is  a  proper  and  necessary  function  of  the 
Federal  government  because  this  mode  of  support  is  the  least  duplicative,  most  efficient  means  to 
build  the  knowledge  base  from  which  improvements  in  education  can  be  drawn  for  the  good  of 
the  nation. 

OERI's  Structure  and  Mission  Were  Heartily  Endorsed  by  Republicans  and  Democrats 

As  you  know,  after  five  years  of  work  on  the  legislation,  the  Office  of  Educational 
Research  and  Improvement  received  its  new  authorization  last  year.  The  office  is  the  main  source 
of  support  in  the  Department  of  Education  for  research  to  improve  teaching  and  learning.  OERI's 
new  authorization  was  carefully  crafted.  It  completely  restructures  OERI  along  lines 
recommended  by  the  National  Academy  of  Sciences.  The  reauthorization  received  the 
wholehearted  support  of  Republicans  and  Democrats  in  both  the  House  and  the  Senate.  It  also 
had  the  support  of  both  the  teaching  and  research  communities.  It  represents  the  best  thinking  of 
all  parties  about  how  to  generate  the  strongest  educational  research  and  use  it  in  improving 
education  in  the  country.  The  OERI  staff  has  put  a  great  deal  of  effort  into  remaking  the  Office  in 
the  image  of  the  legislation,  and  the  new  OERI  Board,  a  centerpiece  of  the  attempt  to  focus 
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OERI-suppoited  research  on  the  nation's  true  education  needs  and  not  on  passing  political 
interests,  has  just  held  its  first  meeting.  This  is  an  agency  in  the  midst  of  positive  reform.  And  the 
administration's  requested  appropriation  for  OERI  is  meant  to  permit  the  Office  to  continue 
implementation  of  its  reform.  That  request  includes  cuts  in  funding  and  elimination  of  programs 
on  the  one  hand  and  increases  in  funding  for  some  programs  on  the  other.  It  is  a  budget  request 
that  aligns  dollars  with  the  aims  of  the  new  authorization.  Legislators,  Department  officials  and 
representatives  of  teachers  and  researchers  have  gone  to  great  lengths  to  decrease  partisan 
influence  on  educational  research  and  to  assure  that  research  dollars  are  focused  undividedly  on 
improving  teaching,  and  learning.  OERI  has  a  well-considered  direction  for  the  future. 
Republicans  an<-  Democrats  alike  have  noted  that  support  of  educational  research  is  a  Federal 
function  that  should  continue  even  if  other  aspects  of  Federal  involvement  with  education  are 
modified.  We,  therefore,  strongly  urge  the  Subcommittee  to  honor  the  administration's  requested 
funding  level  for  OERI  for  Fiscal  Year  1996. 

NIH:  Does  A  Cut  Followed  by  a  Freeze  Make  Sense? 

Let  me  turn  now  to  the  appropriation  for  the  National  Institutes  of  Health.  As  is  the  case 
with  the  Department  of  Education  budget,  this  is  not  a  normal  budget  year  for  NIH.  We  are 
aware  that  the  House  Budget  Committee  has  included  among  its  "illustrative"  cuts  to  balance  the 
budget  by  2002,  a  five  percent  cut  below  the  FY95  level  for  NIH's  FY96  appropriation  followed 
by  a  frozen  budget  through  the  year  2000.  When  other  Federal  agencies  face  termination,  the 
prospect  of  a  substantial  cut  followed  by  years  of  inflationary  erosion  of  buying  power  could  be 
regarded  as  a  lucky  break.  But,  while  viewing  the  NIH  budget  in  the  context  of  the  effort  to 
balance  the  budget  and  provide  tax  decreases  makes  these  cuts  look  good,  there  is  another  view 
that  deserves  consideration  as  you  deliberate  on  the  FY96  budget. 

As  I  have  visited  Congressional  offices  during  the  104th  Congress,  it  has  become  a  matter 
of  increasing  frustration  that  it  is  very  difficult  to  discuss  the  value  of  Federal  programs  in  the 
context  of  what  those  programs  do.  The  discussion,  instead,  is  most  likely  to  revolve  exclusively 
around  the  cost  of  Federal  programs  and  the  related  topic  of  cutting  programs  regardless  of  their 
functions.  It  is  as  though  Federal  programs  are  being  looked  on  generically  as  tax  dollar 
consumption  programs,  and  the  goal  is  to  stop  consumption  of  tax  dollars. 

Health  Care  Costs  Are  Staggering 

We  believe  some  Federal  programs  serve  outstandingly  important  national  needs,  needs 
that  cannot  be  addressed  anything  like  adequately  unless  the  Federal  government  plays  a  leading 
role.  The  debate  over  the  future  of  these  programs  must  include  consideration  of  what  the 
programs  do,  not  just  of  how  much  they  cost,  because  their  cost  may  be  a  small  fraction  of  the 
return  on  investment.  One  such  national  need  is  basic  to  just  about  everything  else  that  happens  in 
the  country.  That  is  the  need  to  preserve  the  health  of  the  citizens  of  the  country.  The  price  for 
not  doing  this  is  staggeringly  high~a  cost  that  dwarfs  the  annual  deficit.  In  fact,  it  is  maintained 
by  many  that  increases  in  health  care  costs  are  responsible  for  a  substantial  portion  of  the  national 
debt.  But  the  direct  cost  to  the  government  of  health  care  is  just  one  class  of  costs  that  result 
from  the  health  problems  of  the  citizenry.  Add  to  that  direct  cost,  the  cost  to  businesses  from  lost 
productivity,  the  loss  to  governments  from  tax  revenues  foregone,  the  cost  to  individuals  from 
lost  income,  non-reimbursed  health  care  costs,  and  premature  death,  as  well  as  the  monetary  and 
nonmonetary  costs  to  families  for  caring  for  ill  family  members,  and  that  begins  to  give  a  picture 
of  the  price  for  not  focusing  sufficient  resources  on  preserving  and  enhancing  the  health  of  the 
nation's  citizens.  It  is  the  purpose  of  the  National  Institutes  of  Health  to  use  scientific  research  to 
address  the  national  need  to  preserve  and  enhance  health. 

NIH  Is  an  Investment:  It  Produces  More  Value  Than  it  Consumes  in  Cost 

Our  argument  for  looking  on  the  NTH  budget  as  an  investment  rather  than  a  cost  is  simply 
that  the  improvements  in  health  that  are  realized  from  biomedical  and  biobehavioral  research  have 
a  monetary,  not  to  mention  a  human,  value  that  is  greater  than  the  cost  to  support  the  research. 
One  can  measure  that  value  in  very  straightforward  terms.  When  NIH  opened  its  doors  in  1887, 
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the  life  expectancy  for  females  was  forty-four  years.  Today  it  is  seventy-eight  years,  a  77% 
increase  in  life!  Quality  of  health  for  many  millions  of  citizens  has  also  increased  dramatically 
over  that  period  to  the  point  where,  for  many,  the  largest  health  care  costs  come  only  in  the  last 
year  of  life.  It  is  now  possible  for  American  workers  to  be  productive  well  into  their  sixties  on  the 
average,  and  into  their  seventies  in  many  instances.  Again,  when  NIH  began  to  support  health- 
related  research,  life  itself,  let  alone  productive  work  life  did  not  last  forty-five  years. 

During  its  existence,  NIH  has  supported  research  that  has  led  to  control  of  most  of  the 
nation's  acute  sources  of  premature  death  such  as  polio  and  other  viral  and  bacterial  diseases. 
What  has  been  left  are  chronic  diseases,  those  with  slow  onset  and  relatively  long  (and  expensive) 
time  courses.  The  diseases  of  our  time  are  diseases  like  AIDS,  heart  disease,  cancer,  and  mental 
disorders.  They  are  diseases  that  consume  huge  numbers  of  health  care  dollars,  that  result  in 
millions  of  lost  work  days,  and  that  often  require  the  time  and  financial  resources  of  entire  families 
to  meet  the  human  and  financial  requirements  to  provide  care. 

NIH  has  spent  several  years  planning  how  best  to  turn  the  tools  of  research  toward  solving 
these  challenges  to  health.  And  the  strategy  that  has  emerged  includes  not  only  research  to 
understand  and  cure  these  diseases,  but  also  research  to  prevent  the  diseases  through  healthier 
behaviors,  and  research  to  ease  the  burden  on  families  when  efforts  at  prevention  fail. 

Because  Research  and  Education  Return  More  Than  They  Cost,  They  Should  Be  Protected 
from  Devastating  Cuts 

The  sheer  cost  of  health  care  tells  us  that  the  nation  cannot  afford  to  neglect  research 
aimed  at  alleviating  or  preventing  the  problems  that  create  health  care  costs.  The  President  has 
asked  for  an  NTH  budget  that  is  a  bit  more  than  4%  higher  than  was  spent  in  FY95.  It  is  a 
somewhat  less  than  steady-state  budget  taking  the  rate  of  biomedical  inflation  into  account.  We 
understand  that  this  is  a  time  of  shrinkage  in  the  size  of  the  Federal  government.  And  we  will  not 
suggest,  given  the  budget  realities,  that  NIH  funding  should  show  real  growth.  But  we  do 
strongly  believe  that  one  of  the  most  important  tools  the  government  has  for  controlling  the  rising 
cost  of  health  care,  and  the  annual  increments  in  the  national  deficit  that  result  from  rising  health 
care  costs,  is  research.  We  urge  the  Subcommittee  to  take  seriously  the  notion  that  some 
segments  of  Federal  spending,  NIH  expenditures  for  research  being  one  of  them,  and  education 
expenditures  being  another,  are  investments  rather  than  costs.  They  return  more  revenue  to  the 
government  and  to  the  citizens  of  the  country  than  they  consume  in  tax  dollars.  They  should, 
therefore,  be  afforded  protection  as  the  budget  axe  falls. 

We  thank  the  Subcommittee  for  the  opportunity  to  present  our  views. 


STATEMENT  OF  KRISTIN  THORSON,  PRESIDENT,  FIBROMYALGIA 
NETWORK  AND  AFSA,  TUCSON,  AZ 

Mr.  Chairman  and  Members  of  the  Committee,  you  are  to  be  commended  for 
passing  congressional  language  for  FY  1995  that  encourages  NIAMS  to  step  up 
funding  for  fibromyalgia  syndrome  (FMS)  research!  It  is  now  my  privilege  to 
provide  you  with  an  update  on  last  year's  research  funding  accomplishments  and 
to  offer  three  suggestions  that  might  help  facilitate  future  success  (both 
quantitatively  and  qualitatively)  in  researching  the  fibromyalgia  syndrome. 

An  article  in  the  February  '95  issue  of  Journal  of  Rheumatology  states:  "The 
economic  burden  of  musculoskeletal  disorders  in  Canada  is  similar  to  that  for 
cancer,  and  it  may  actually  be  higher.  "  FMS  is  a  musculoskeletal  pain  disorder  that 
afflicts  two  percent  (2%)  of  the  general  population,  and  it  represents  one  of  the 
most  common  rheumatic  conditions  that  prompts  patients  to  seek  medical 
assistance  (Arthritis  &  Rheumatism,  January  '95).  Last  year  in  our  written 
testimony  to  this  Committee,  we  presented  data  estimating  that  the  total  yearly 
drain  on  the  U.S.  economy  due  to  fibromyalgia  syndrome  was  $9.2  billion. 

But  how  do  the  prevalence  and  dollar  figures  above  translate  into  human 
suffering?  They  equate  to  5  million  people  in  the  United  States  who  wake  up  each 
morning  feeling  exhausted  (despite  being  in  bed  for  8  hours),  and  consumed  with 
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muscular  pain  from  head  to  toe.  Individuals  with  FMS  may  have  a  number  of  other 
commonly  associated  symptoms  such  as  frequent  or  daily  headaches,  cramping 
abdominal  pain  (irritable  stomach  and  bowel),  memory  and  concentration  problems, 
severe  morning  stiffness  similar  to  that  of  rheumatoid  arthritis,  symptoms  of 
depression,  and  a  peculiar  intolerance  for  sustained  physical  activity.  Several 
research  studies  have  shown  that  FMS  is  as  potentially  disabling  as  rheumatoid 
arthritis  and  roughly  1 1  %  of  individuals  with  FMS  are  receiving  some  form  of 
disability  pension. 

Diagnosis,  Treatments  and  Theories  on  Etiology 

FMS  can  not  be  picked  up  by  a  blood  test  or  X-ray;  diagnosis  is  based  on 
patient  history  and  a  physical  exam  that  involves  looking  for  the  presence  of  tender 
points  — areas  on  the  body  that  are  unusually  sensitive  to  touch.  The  diagnostic 
criteria  for  FMS  have  been  approved  by  the  American  College  of  Rheumatology 
(ACR),  they  are  85%  accurate  and  easy  to  apply.  Unfortunately,  many  physicians 
lack  training  in  this  area,  and  the  average  patient  spends  2-5  years  of  "doctoring" 
before  they  receive  the  correct  diagnosis. 

There  is  no  single  therapeutic  agent  capable  of  controlling  the  symptoms  of 
FMS.  Only  a  few  drugs  have  been  documented  in  controlled  trials  to  be  30-50% 
effective  in  relieving  the  symptoms  in  a  majority  of  patients.  The  ineffectiveness  of 
available  treatments  for  FMS  contributes  to  this  syndrome's  disabling  impact. 

To  effectively  treat  any  disorder,  one  must  first  have  a  reasonable 
understanding  of  what  causes  it.  Theories  abound  about  the  etiology  of  FMS; 
some  of  the  more  plausible  ones  include:  a  mal-functioning  of  the  pain  transmitting 
chemicals  in  the  central  nervous  system,  a  hormonal  regulation  problem,  a 
metabolic  abnormality,  an  inability  of  the  tissues  to  rapidly  repair  injured  cells,  a 
dysfunction  in  certain  centers  in  the  brain,  and  a  genetic  defect.  Several  of  the 
abnormalities  that  have  been  found  in  FMS  patients  were  outlined  in  our  report  last 
year  to  the  Committee. 

Matching  the  various  theories  up  with  the  findings  is  a  problem  and,  clearly, 
much  more  needs  to  be  learned  about  FMS.  However,  many  of  the  findings  for 
FMS  closely  parallel  those  uncovered  for  the  chronic  fatigue  syndrome  (CFS),  and  it 
has  been  proposed  by  researchers  that  these  two  disorders  — FMS  and  CFS  — might 
be  the  same  or  closely  related  syndromes.  In  fact,  two  Institutes  within  NIH 
(NIAMS  and  NIAID)  collaborated  last  year  to  publish  a  Program  Announcement  on 
"New  Insights  Into  CFS"  (PA-94-002).  One  of  the  study  topics  solicited  was: 
"Overlapping  symptomatology  with  fibromyalgia." 

Trends  in  FMS  Research  and  NIH  Funding 

The  number  of  peer-reviewed  medical  journal  publications  on  FMS  has 
escalated  from  a  "handful"  in  1981  to  over  100  reports  appearing  in  1994  alone! 
The  expanding  interest  in  FMS  is  also  reflected  by  the  occurrence  of  several 
research  conferences  in  recent  years  devoted  entirely  to  this  topic.    While  the 
study  of  FMS  might  be  relatively  new,  it  represents  a  rapidly  changing  field  with  an 
ever-growing  number  of  highly  qualified  and  dedicated  researchers. 

In  May  of  1993,  the  National  Institutes  of  Arthritis,  Musculoskeletal  and  Skin 
Diseases  (NIAMS)  hosted  a  one-day  Scientific  Workshop  on  FMS.  On  October  29, 
1993,  NIAMS  announced  that  $1.4  million  would  be  set  aside  for  FMS  research  in 
the  form  of  an  RFA  (#AR-94-004).  The  details  of  this  RFA  were  provided  to 
prospective  researchers  by  the  end  of  December,  but  the  application  deadline  was 
February  10,  1 994. ..giving  researchers  just  2  months  to  get  their  proposals 
together.  For  the  most  part,  the  applicants  consisted  of  well-established  research 
teams  who  already  had  the  resources  available  to  them  to  gather  pilot-scale  data 
prior  to  the  RFA  announcement.  Still,  23  applications  were  submitted  in  response 
to  the  RFA  and  18  were  deemed  "competitive." 
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RECAP  OF  NIAMS  FUNDING  FOR  FMS 


Year 


$  FMS 


$  NIAMS  total 


%  of  NIAMS  Budget 


1992 
1993 
1994 


327,000 
334,000 
1,321,000** 


203,913,000 
212,243,000 
220,409,000 


0.16 
0.16 
0.60 


*  For  comparison,  $17  million  (or  40  times  more)  went  to  rheumatoid  arthritis,  a  disorder  that 
affects  far  fewer  numbers  of  patients  but  is  considered  to  have  a  disabling  potential  similar  to 
that  of  FMS. 

**  Estimated  figure.  Only  $987,180  of  the  $1.4  million  RFA  was  actually  awarded. 
Assuming  that  the  "baseline"  funding  of  FMS  remained  constant  at  $334,000,  the  estimated 
total  for  1994  is  $1,321  million. 

As  indicated  in  the  table  above,  NIAMS  awarded  only  70%  of  the  $1 .4 
million  RFA.  Failure  of  NIAMS  to  distribute  the  full  RFA  amount  remains 
unexplained  (despite  inquires  by  one  Senator  and  two  Representatives),  but  it  can 
not  be  attributed  to  a  lack  of  qualified  applications.  It  is  known  that  two  of  the  five 
researchers  who  did  receive  money  from  this  RFA  were  asked  by  NIAMS  to  take 
dramatic  cuts  in  funding  — as  much  as  40%  of  their  original  project  proposal.  In 
addition,  the  5-year  funding  period  specified  in  the  RFA  was  slashed  to  three  years. 
(Susana  Sztein,  M.D.,  the  NIAMS  official  in  charge  of  the  RFA  also  promised  over 
100  prospective  applicants  attending  a  research  conference  in  November  of  1993 
that  the  RFA  was  good  for  5  years.) 

Summarizing  NIAMS'  funding  of  FMS  research  in  recent  years,  the  amount 
allocated  per  patient  has  gone  from  $0.07  in  1992  and  1993  to  $0.26  in  1994. 
While  this  increase  appears  promising,  it  must  be  tempered  with  the  knowledge 
that  NIAMS  under-funded  the  RFA  and  cut  it  to  3  years.  Translating  NIAMS' 
actions  into  dollars,  NIAMS  has  essentially  cut  the  5-year  projected  funding  of  FMS 
research  by  $4.0  million  ($412,820/yr  for  1994-1996  and  $1.4  million/yr  for  1997- 
1998).  This  represents  a  substantial  set-back  for  FMS  research.  But  more 
importantly,  this  action  greatly  affects  the  millions  of  FMS  patients  who  must  rely 
upon  scientists  to  develop  more  effective  treatments.  It  is,  after  all,  the  patients 
who  are  the  true  consumers  of  any  research  findings  that  might  come  from  NIH- 
funded  projects. 

Other  RFA-related  problems  that  could  impact  the  future  success  of  FMS 
research  need  to  be  addressed  as  well.  First  of  all,  ONLY  research  teams  who 
either  currently  or  previously  have  received  NIH  funding,  were  awarded  money 
from  the  RFA.  While  the  5  recipients  possibly  could  have  been  viewed  by  the  NIH 
Study  Section  as  being  more  "experienced,"  the  infusion  of  new  blood  and  novel 
ideas  is  crucial  to  the  successful  research  of  any  medical  condition.  This  is 
particularly  true  for  FMS,  where  so  little  is  known  about  its  cause. 

For  the  most  part,  the  five  projects  approved  within  the  RFA  are 
"conservative."  They  are  designed  to  test  discrete  hypotheses  built  upon  findings 
that  are  already  well-documented  in  the  medical  literature.  For  example,  two  of  the 
grant  awards  deal  with  studying  the  hypothalamic-pituitary-adrenal  function  in  FMS 
patients,  and  there  are  already  three  published  articles  on  this  topic  in  the  medical 
literature  (two  for  FMS  and  one  for  CFS).  At  most,  the  outcome  of  these  projects 
can  take  researchers  one  small  step  forward  in  their  understanding  of  FMS.  It  is 
important  to  fund  research  proposals  that  are  designed  to  test  broader,  more 
innovative  hypotheses,  because  so  little  is  known  about  FMS.  Understandably 
there  will  be  less  preliminary  data  to  support  these  hypotheses,  but  if  the  reviewers 
of  grant  applications  for  FMS  have  up-to-date  knowledge  about  the  various  theories 
in  this  field,  then  they  will  be  in  a  better  position  to  judge  the  risks  and  potential 
benefits  of  any  given  proposal. 

The  review  of  FMS  grant  applications  was  fraught  with  problems,  not  only 
those  mentioned  in  the  foregoing  paragraphs,  but  also  NIAMS  did  not  have  the 
usual  pool  of  extramural  FMS  reviewers  to  pull  from.  Why?  Because  many  of  the 
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well-established  researchers  in  this  field  either  applied  for  the  RFA  money 
themselves  or  they  were  in  some  way  involved  as  a  co-investigator— thus,  making 
them  ineligible  to  review  the  RFA  applications.  Unaware  of  this  problem,  NIAMS 
initially  called  upon  RFA  applicants  for  assistance  and  were  turned  down  due  to 
obvious  conflicts.  The  group  of  individuals  who  finally  reviewed  the  18  RFA 
applications  were  probably  good  scientists,  but  FMS  was  not  likely  their  area  of 
research  expertise. 

Recommendations 

1 .  Establish  a  Special  Emphasis  Panel  (SEP)  for  review  of  FMS  applications 

As  explained  above,  the  grant  review  process  for  the  RFA  on  FMS  was 
fraught  with  many  problems.  Last  year  the  Committee  urged  NIAMS  to  increase 
funds  available  for  FMS  research  and  made  FMS  a  research  "priority."  With  this 
favorable  language  in  place,  it  is  hoped  that  applications  not  funded  under  the  RFA 
could  be  resubmitted  as  R01s  and  reconsidered  for  funding.  However,  If  nothing  is 
done  to  alter  the  process  by  which  FMS  grant  applications  are  reviewed  at  NIH, 
many  of  the  same  problems  encountered  last  year  with  the  RFA  will  likely  reoccur 
when  applications  are  submitted  as  R01s.  An  SEP  would  consist  of  individuals 
involved  in  FMS  research,  or  who  at  least  would  be  aware  of  how  research  in  this 
entity  differs  from  that  in  other  areas  (e.g.,  so  little  is  known  and  preliminary  data 
for  good  hypotheses  may  be  scarce). 

Due  to  the  large  overlap  between  FMS  and  chronic  fatigue  syndrome  (CFS), 
a  cost-effective  and  time-efficient  way  to  accomplish  this  recommendation  might 
be  to  expand  the  existing  SEP  for  CFS  to  include  rheumatologists  and  other  experts 
in  the  field  of  FMS.  Both  FMS  and  CFS  research  applicants  could  benefit  from  the 
larger  pool  of  experts  available  to  review  their  proposals,  and  it  could  minimize 
duplication  when  reviewing  similar  types  of  projects.  If  both  NIAMS  and  NIAID  can 
join  forces  to  publish  a  Program  Announcement  in  this  field,  why  not  also  have  a 

"Joint  CFS/FMS"  SEP  that  can  work  with  both  Institutes? 

2.  Increase  funds  available  for  FMS  research 

Even  with  the  boost  in  funding  created  by  the  RFA,  NIAMS  spends  less  than 
one  percent  (1  %)  of  their  budget  on  FMS— the  third  most  common  disorder  that 
rheumatologists  treat.  To  begin  with,  NIAMS  should  return  $4.0  million  that  was 
cut  out  of  their  budget  by  under-funding  the  RFA.  This  should  be  done  after  the 
SEP  is  established.  Then  NIAMS  should  increase  the  FMS  research  share  if  its 
budget  to  more  accurately  reflect  the  prevalence  and  disabling  impact  of  this 
illness. 

3.  Improve  NIAMS'  accountability 

In  light  of  NIAMS'  recent  under-funding  of  the  RFA  for  FMS,  I  urge  the 
Committee  on  Appropriations  to  require  NIAMS  to  provide  a  full  written  budgetary 
explanation.  I  also  urge  the  Committee  to  request  that  NIAMS  make  public  each 
year  an  annual  report  on  FMS-related  research  (consisting  of  research  project  titles, 
names  of  principle  investigators,  50-100  word  project  summaries,  and  dollars  spent 
on  each  project  in  the  year  specified).  The  dollars  being  spent  on  FMS  research  by 
NIAMS  are  supposedly  being  tracked  in  their  computerized  budget  system,  so  this 
information  should  easily  be  available  to  the  Committee  and  large  patient 
organizations.  With  such  a  reporting  procedure  the  Committee  and  patient- 
consumer  organizations  will  be  able  to  evaluate  future  progress  made  in  the  area  of 
FMS  research  funding  by  NIAMS. 

Summary 

FMS  has  a  prevalence  of  2%  in  the  general  population,  is  potentially 
disabling  and  usually  strikes  individuals  in  the  most  productive  years  of  their  life. 
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The  cause  of  FMS  remains  unknown  and,  although  research  interest  in  this 
syndrome  has  increased  significantly  in  the  past  few  years,  the  current  NIAMS' 
funding  level  is  only  at  26  cents/patient.    In  the  August  '94  editorial  section  of 
Journal  of  Rheumatology,  one  researcher,  frustrated  with  his  lack  of  understanding 
and  inability  to  effectively  treat  FMS,  recommended  that  we  turn  the  clocks  back 
20  years  to  a  time  when  no  one  knew  how  to  diagnose  FMS,  and  patients  suffered 
in  silence  without  help  from  the  medical  community.  A  more  contemporary 
thinking  physician  replied  that  this  would  be  like  dredging  up  the  ghosts  of  the  past 
as  one  looks  backwards  into  the  future!    Let's  not  ignore  this  patient  group;  let's 
encourage  NIAMS  to  respond  in  the  years  ahead  with  appropriate  measures  that 
will  bring  FMS  research  up  to  par  with  what  is  known  about  other  common 
rheumatic  diseases. 

Thank  you  for  reading  this  statement!  I  hope  that  you  will  give  serious 
consideration  to  the  recommendations  offered  above  and  endorse  them  for  FY 
1996. 


STATEMENT  OF  GLENN  A.  FIERST,  PRESIDENT,  FEDERAL  LABOR 
MANAGERS  ASSOCIATION 

Dear  Mr.  Chairman: 

Thank  you  for  the  opportunity  to  present  the  views  and 
recommendations  of  the  Federal  Labor  Managers  Association  (FLMA)  on 
the  FY  96  budget  request  of  the  Department  of  Labor. 

Mr.  Chairman,  I  am  Glenn  A.  Fierst,  President  of  the  Federal 
Labor  Managers  Association,  a  chapter  of  the  Federal  Managers 
Association,  our  national  organization  located  in  Alexandria,  VA. 
Our  association  represents  three-hundred  fifty  members  and  all  of 
the  managers  within  the  Department  of  Labor  in  field  offices  around 
the  country  and  the  national  office  in  Washington,  D.  C.  These 
individuals  manage  and  supervise  a  wide  range  of  front-line 
operations  within  the  Department,  including  the  enforcement  of 
Federal  laws  governing  the  fair  and  timely  payment  of  compensation, 
the  protection  of  mine  and  work  place  health  and  safety, 
enforcement  of  affirmative  action  programs,  and  assurance  of 
pension  fund  protection,  and  the  promotion  of  apprenticeship 
opportunities . 

My  full  time  job  is  not  a  representative  of  this  organization, 
but  as  District  Director  for  the  Wage  and  Hour  Division  in 
Cincinnati,  OH,  so  my  testimony  is  based  on  my  direct  observations 
and  contact  with  my  fellow  managers.  I  am  testifying  solely  in  my 
association  capacity. 

In  recent  years,  the  leadership  of  the  Department  of  Labor  has 
shown  increased  interest  in  making  the  Department's  operation  more 
"customer  focused"  in  spite  of  the  tremendous  downsizing  undertaken 
in  recent  years.  This  has  involved  efforts  to  assure  that  the 
Department  identifies  and  serves  the  foremost  needs  of  the  American 
works  and  the  work  place.  A  continued  insistence  on  quality  and 
the  application  of  total  quality  management  principles,  highlighted 
by  the  emphasis  on  employee  empowerment,  along  with  the  current 
Reinvention  II  program  has  been  part  of  this  approach. 

The  Department  must  continue  to  "be  there"  for  the  115 
million  working  men  and  women  in  this  country.  It  must  remain 
committed  to  the  long-standing  mission  of  the  Department: 
advancing,  protecting  and  promoting  the  interest  of  the  American 
work  place  and  the  American  worker.  The  pursuit  of  the  mission 
still  requires  adequate  funding  and  superior  management,  assuring 
that  the  Department  serves  the  public  and  guarantees  that  taxpayer 
dollars  continue  to  be  well-spent. 
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Summary  of  FLMA's  Recommendations 

This  is  the  most  interesting  of  the  four  years  for  which  FLMA 
has  presented  testimony.  The  continued  theme  from  the 
Administration  and  the  Department  of  Labor  appears  to  be  "you  have 
to  better  with  less".  This  administration's  aim  is  to  "focus  on 
results,  not  process  and  punishment." 

The  continued  emphasis  by  Congress  and  the  Administration  will 
be  on  the  elimination  of  the  obtrusiveness  of  government, 
especially  the  Federal  government,  in  individuals  lives.  FLMA  's 
contention  is  that  a  lot  of  "big  government"  is  actually  in  our  own 
back  yard  with  State  and  local  governments  outnumbering  Federal 
workers  five  times  over.  We  recognize  that  these  numbers  shouldn't 
ease  the  pressure  from  the  Federal  government  to  reduce  its  size 
and  mission,  but  only  to  put  the  issue  in  perspective. 

FLMA  would  hope  that  the  new  Congressional  Labor  Committees 
would  take  a  look  at  what  has  been  happening  within  DOL  before 
wielding  the  axe  to  employees  and  programs.  We  recognize  that 
downsizing  (12  percent  over  the  next  five  year) , reinvention  and 
change  will  continue.  We  are  also  aware  that  resources  will  remain 
scarce  and  the  focus  of  the  Department's  agencies  must  be  quality 
rather  than  quantity.  Our  members  feel  that  the  "doing  more  with 
less"  concept  is  probably  their  biggest  concern.  To  achieve  this 
mandate,  the  Congress  must  be  instrumental  in  reducing  the  amount 
of  work  we  do,  not  just  the  number  of  people  who  do  it.  Private 
businesses  have  learned  they  can't  remain  competitive  simply  by 
reducing  their  head  count  and  that  goes  for  government,  as  well. 
Often  the  organization  that  remains  after  downsizing  "has  been 
wounded  to  the  point  of  being  dysfunctional"  and  takes  years  to 
recover,  if  it  ever  does.  Hopefully,  Congress  won't  make  the  same 
mistake  as  has  private  industry. 

Regardless  of  who  controls  Congress  or  the  Administration,  for 
our  managers,  the  immediate  question  is  "what  are  we  and  where  do 
we  fit  in".  The  Administration  and  Congress  will  have  to  work 
through  the  sea  change  and  provide  the  assurance  needed  by  managers 
and  workers  at  this  critical  juncture.  We  believe  that  middle 
managers  shape  the  work  of  government.  Top  officials  can  make 
policy  and  set  priorities,  but  those  priorities  take  hold  only  if 
the  managers  responsible  for  meeting  them  produce  results. 

Budget  Overview 

The  Department's  FY  1996  budget  request  equally  emphasized  the 
training  and  enforcement  segments  of  the  Department.  Recently 
introduced  legislation  by  Congress  on  regulatory  reform,  risk 
assessment,  FY  1995  budget  rescissions  on  the  Department's  training 
programs,  Davis-Bacon/Service  Contract  Act  repeal  and  hearings  on 
employer  sanctions,  etc.  would  appear  to  make  budget  statements 
such  as  this  totally  inadequate  to  address  current  concerns. 

In  spite  of  the  fluidity  of  the  legislative  movement,  in  most 
agencies  within  the  Department,  especially  those  engaged  in 
enforcement  and  apprenticeship  activities,  it  still  takes  employees 
to  get.  the  overall  job  done,  in  spite  of  the  greater  access  to 
communication  technology.  Staffing  of  agencies  remains  uneven  with 
the  Administration  attempting  to  make  up  in  some  programs.  Under 
staffing  of  a  number  of  agencies  in  the  past  has  led  to  a  multitude 
of  problems  which  need  be  addressed. 

We  know  that  the  current  view  among  Congress  may  be  to  eliminate 
certain  agencies  rather  than  continue  to  fund  or  increase  their 
funding.  Nevertheless,  FLMA  feels  that  it  is  important  to  state 
our  position  on  various  agencies  funding  requests  as  follows. 
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Enforcement  Agencies 

The  Secretary  of  Labor  has  continued  to  emphasize  that  the 
Department  use  its  limited  resources  to  protect  vulnerable 
populations,  target  the  worst  actors/worst  offenses,  deter 
violations  with  significant  penalties  including  criminal  penalties 
and  take  the  steps  necessary  to  get  results  swiftly  and 
efficiently.  This  testimony  will  provide  a  brief  synopsis  and  some 
anecdotal  information  as  to  how  each  of  the  enforcement  agencies 
represented  by  our  association  is  functioning  in  relation  to  its 
current  resources. 

ESA  -  Wage  and  Hour  Division 

From  underage  and  underpaid  migrant  workers  in  the  Georgia  onion 
fields  to  the  San  Francisco-Oakland  bay  area  janitorial  industry 
known  for  its  subculture  of  non-compliance  with  the  minimum  wage 
and  overtime  provisions,  to  the  sub-minimum  wage  plagued  sweatshop 
garment  industry  of  New  York  City,  the  Wage  and  Hour  Division  has 
changed  its  way  of  doing  business.  The  Division,  which  has  been  in 
a  basic  hiring  freeze  since  1990,  has  redefined  its  priorities 
along  lines  of  the  enforcement  strategy  set  by  the  Secretary. 
Recognizing  that  it  simply  cant'  take  all  complaints  and  help 
everyone,  the  Division  now  concentrates  on  the  "four  enforcement 
prongs"     of  the  Department,  and  it  is  working. 

Unfortunately,  a  FY  1995  rescission  recently  introduced  in  the 
House  of  Representatives,  would  cut  funds  used  to  target  labor 
standards  enforcement  under  all  of  the  current  programs,  including 
the  employer  sanction  program  where  an  increase  in  jobs  was 
targeted  in  the  FY  1996  budget.  This  rescission,  if  enacted  would 
allow  the  completion  of  about  15  percent  fewer  compliance  actions 
this  fiscal  year  in  those  industries  most  likely  to  be  employing 
illegal  aliens,  for  example.  This  is  just  the  opposite  of  what  we 
should  be  doing:  increasing  the  resources  devoted  to  these  efforts. 
Hopefully,  Congress  will  allow  the  additional  resources  requested 
to  enforce  the  Fair  Labor  Standards  Act  in  sub-standard  business 
establishments . 

Occupational  Safety  and  Health  Administration 

OSHA,  among  all  of  the  Department's  agency,  is  involved  in  the  most 
fundamental  changes  in  doing  their  business.  This  agency,  mandated 
to  protect  the  working  people  in  order  to  maintain  our  economy  in 
the  forefront  of  all  industrialized  nations,  is  arguably  setting 
the  standard  for  reinvention  in  government.  The  agency  will  begin 
spending  more  of  its  resources  in  education  and  outreach,  ie: 
promoting  compliance  rather  than  in  the  strict  safety  and  health 
enforcement  which  has  characterized  the  agency  during  the  past  two 
years. 

Nevertheless,  the  recent  story  of  the  violations  which  permeated 
the  mid-Ohio  maker  of  exhaust  pipes,  with  $100  million  in  annual 
sales,  makes  you  wonder  what  the  state  of  safety  and  health  would 
be  without  the  agency.  This  manufacturer  was  called  to  the 
attention  of  OSHA  by  a  hospital  in  the  area  as  up  to  six  workers  a 
day  were  being  admitted  with  injuries.  Between  January  1993  and 
December  1994,  there  were  nine  cases  of  amputated  fingers,  54 
instances  of  smashed  fingers  and  hands,  56  cases  of  flash  burns 
from  welding,  16  cases  of  broken  bones  and  3  7  instances  of  back 
injuries.  Over  85  percent  of  the  regular  work  force  of  400  were 
temporary  employees. 

Maybe  regulations  can  be  rewritten  or  repealed  and  enforcement  can 
be  "softened",  but  I  would  find  it  hard  to  believe  that  safety  and 
health  compliance  for  the  nation's  workers  could  be  better  achieved 
without  a  strong  enforcement  agency. 
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ESA  -  Office  of  Federal  Contract  Compliance  Programs 

This  agency  has  already  gone  through  the  period  when  the  luxury  of 
easy  findings  and  simple  answers  were  the  rule  rather  than  the 
exception.  Still,  in  spite  of  reduced  staff  and  resources,  OfCCP 
had  significant  recoveries  for  a  large  number  of  victims  of  work 
place  discrimination  in  1994.  This  is  an  agency  which  adheres  to 
flexible  goals  and  reasonable  targets  for  employers  who  wish  to 
conform  to  to  an  affirmative  action  plan.  Substantial  inroads  have 
been  made  toward  eliminating  a  case  backlog,  developing  an  agency 
training  academy  and  working  with  other  government  agencies.  The 
agency  has  been  "downsized  out"  and  needs  adequate  funding  to  hold 
its  own.     Don't  throw  the  baby  out  with  the  bath  water. 

Pension  and  Welfare  Benefits  Administration 

This  agency  which  administers  and  enforces  the  provisions  of  Title 
I  of  the  Employee  Retirement  Income  Security  Act  of  1974  which 
established  fiduciary  and  other  standards  for  employee  benefit 
plans  sponsored  by  private  sector  employer  has  seen  its  workload 
expand  in  both  the  civil  and  criminal  programs.  The  Administration 
has  shown  a  recognition  of  this  agency's  increasing  workload  by 
requesting  additional  funding  for  computer  equipment.  Congress 
should  also  be  extremely  concerned  about  protecting  the  rights  and 
financial  security  of  more  than  50  million  employee  benefit  plan 
participants  and  beneficiaries  and  with  assuring  the  integrity  and 
effective  management  of  the  private  pension  and  welfare  benefit 
plan  system. 

Office  of  the  American  Workplace 
Office  of  Labor  Management  Standards 

OLMS,  an  agency  which  basically  investigates  criminal  activity  in 
unions,  will  be  expected  to  conduct  more  investigations  in  FY  1996 
with  a  somewhat  smaller  staff.  As  the  agency's  cases  become  more 
complex,  it  is  sometimes  impossible  to  increase  the  number  of 
actions  while  even  slightly  reducing  the  staff. 

Office  of  Workers  Compensation  Programs 

If  for  no  other  reason,  the  requested  increase  in  funding  for  this 
agency  is  justified  based  on  the  results  of  the  Periodic  Roll 
Management  (PRM)  project.  This  project  was  conceived  as  a  one-time 
100  percent  review  of  FECA's  long-term  disability  cases,  staffed 
with  four-year  term  employees  in  FECA's  twelve  district  offices. 
By  FY1995,  the  project  had  been  expanded  to  nine  district  offices. 
The  FY  1996  budget  submission  proposes  to  expand  the  project 
further  to  the  remaining  district  offices.  Project  savings 
produced  by  the  hoped  for  12  office  PRM  project  is  estimated  to  be 
$370  million  through  FY2000.  The  cost  effectiveness  of  the  project 
is  tremendous,  with  return  on  investment  at  eight  dollars  saved  for 
each  dollar  spent.  This  is  double  the  savings  claimed  by  IRS  when 
hiring  new  collection  agents.  Requested  funds  for  expansion  of  the 
project  for  FY  1996  would  appear  to  be  an  excellent  investment. 

Mine  Safety  and  Health  Administration 

This  agency  was  able  to  upgrade  their  inspection  equipment  as  a 
result  of  FY  1995  funding.  The  agency  will  be  apparently  be 
operating  on  a  status  quo  for  FY  1996  without  additional  funds. 

Training 

Employment  Training  Administration 
Bureau  of  Apprenticeship  and  Training 

This  agency,  with  a  national  staffing  infrastructure  of  120 
of f ices _ throughout  the  United  States  and  a  cadre  of  experienced 
apprenticeship  technicians,   stands  ready  to  perform  any  necessary 
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role  for  the  Department.  In  1995,  the  need  for  quality 
apprenticeship  programs  remains  strong.  With  a  shortage  of 
skilled  workers  in  crafts  and  service  oriented  industries,  BAT's 
modern  apprenticeship  programs  provides  the  placement  of  qualified 
applicants  in  training  programs  for  high-demand  occupations. 

The  retention  of  America's  leadership  in  research  and 
development  and  economic  growth  will  not  be  achieved  without  the 
aid  of  apprenticeship  training  and  other  productive  educational 
programs.  The  current  BAT  staff  simply  need  to  become  more  of  an 
integral  part  of  the  Department's  long  term  training  strategy. 
The  transition  from  the  continued  drop  in  the  American  worker's 
real  earnings  to  a  high  wage  job  gained  by  an  apprenticeship 
training  experience  can  be  lead  by  this  agency.  The  Department 
must  give  BAT  a  much  deserved  higher  profile  and  allow  the  worker 
to  benefit. 

In  conclusion,  Mr.  Chairman,  we  are  requesting  that  your 
Subcommittee  continue  to  be  aware  of  the  tremendous 
responsibilities  which  have  been  mandated  to  the  enforcement  side 
of  the  Department  and  the  enormous  potential  of  the  apprentice 
agency  to  assist  the  American  worker.  Let  us  hope  that  this  upturn 
in  resources  is  the  beginning  of  better  things  to  come. 


STATEMENT  OF  GEORGE  A.  GATES,  M.D.,  PRESIDENT,  FRIENDS  OF  THE 
NATIONAL  INSTITUTE  ON  DEAFNESS  AND  OTHER  COMMUNICA- 
TION DISORDERS  [NIDCD] 


Chairman  Specter,  members  of  the  Committee,  ladies  and  gentlemen.  I  am  Dr.  George  A.  Gates, 
President  of  the  Friends  of  the  National  Institute  on  Deafness  and  Other  Communication  Disorders 
(NIDCD)  and  Director  of  the  Virginia  Merrill  Bloedel  Hearing  Research  Center  of  the  University  of 
Washington  in  Seattle,  one  of  the  leading  research  universities  in  America.  The  Friends  of  the  NIDCD  is  a 
grass  roots  organization  representing  the  50  million  patients  with  communication  disorders  and  the 
organizations  of  health  care  professionals  that  care  for  them,  as  well  as  the  scientific  organizations  whose 
members  conduct  the  research  in  the  domain  of  the  NIDCD.  As  a  clinical  scientist  and  a  practicing 
physician  caring  for  patients  with  disorders  of  the  ears,  nose  and  throat,  I  can  testify  as  to  the  important  job 
being  done  by  the  NIDCD,  and  I  am  here  today  to  call  attention  to  the  notable  opportunities  for  progress  in 
communication  disorders  being  supported  by  the  NIDCD. 

Mr.  Chairman,  you  and  your  committee  are  already  aware  of  the  substantial  progress  of  the  NIDCD 
in  the  seven  years  of  its  short  existence.  The  research  community  applauds  the  effectiveness  of  the 
Institute  in  superbly  fulfilling  its  mission  to  expand  the  understanding,  prevention,  treatment,  and  cure  of 
disorders  of  hearing,  balance,  voice,  speech,  language,  taste  and  smell.  There  are  more  scientists 
working  in  these  fields  today  than  in  the  history  of  mankind,  and  recent  advances  have  made  possible  the 
approach  to  new  treatments  that  have  heretofore  been  considered  impossible. 

There  are  three  important  areas  that  deserve  comment  today:  accomplishments,  opportunities, 
and  cost. 

First,  Mr.  Chairman,  you  have  already  been  made  aware  of  the  successes  of  researchers 
supported  by  the  NIDCD  in  identification  of  a  number  of  deafness  genes,  of  recognition  of  hereditary 
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conditions  that  cause  communication  disorders,  and  the  impact  of  environmental  conditions  that  affect  our 
health. 

The  second  aspect  I  wish  to  discuss  is  research  opportunities.  As  significant  as  progress  to  date 
has  been,  it  makes  possible  new  opportunities  for  improving  the  heafth  of  our  nation's  citizens.  Three 
specific  research  areas  deserve  emphasis:  First  is  hair  cell  regeneration.  We  now  know  that  the  sensory 
cells  of  the  inner  ear  can  regrow  and  scientists  are  now  searching  to  identify  the  biochemical  factors  that 
start  and  stop  this  process  and  the  genes  that  are  responsible  for  regulating  the  production  of  these 
chemicals.  Genes  are  packages  for  storing  information  which,  like  computer  programs,  tell  the  cell  what  to 
do  and  when  to  do  it.  The  ongoing  research  supported  by  the  NIDCD  is  activefy  pursuing  the 
identification  of  which  genes  and  which  chemicals  control  the  development  of  hair  cells  in  the  first  place  so 
that  the  same  process  can  be  turned  on  again  when  needed  should  the  ear  be  damaged  in  some  way. 

The  goal  of  this  research  is  to  develop  a  method  for  RESTORING  hearing.  It  is  fair  to  say  that  this  is 
the  most  significant  opportunity  before  us  as  auditory  research  looks  into  the  next  century. 

The  second  area  of  note  is  the  development  of  vaccines  to  prevent  childhood  ear  infections, 
which  are  the  most  common  cause  of  hearing  loss  in  children  and  the  most  common  medical  condition  for 
which  children  receive  treatment.  Ongoing  research  supported  by  the  NIDCD  has  as  its  goal  the 
development  of  an  effective  vaccine  that  would  significantly  decrease  the  health  care  costs  for  this 
common  illness,  which  is  estimated  at  $2B  annually. 

The  third  area  is  the  modulation  of  the  impact  of  environmental  noise  pollution  of  the  inner  ear.  Mr. 
Chairman,  because  of  your  interest  in  environmental  causes  of  disease,  I  know  of  your  awareness  of  the 
devastating  effect  of  environmental  noise  on  hearing.  Because  considerable  progress  has  been  made  in 
understanding  the  very  complex  structure  and  function  of  the  inner  ear,  we  now  know  that  what  makes  the 
ear  so  sensitive  in  detecting  soft  sounds  also  makes  it  susceptible  to  damage  from  loud  sounds.  Noise 
damage  is  cumulative,  permanent,  and  a  major  contributor  to  hearing  loss  in  adults.  Current  research 
indicates  that  it  may  be  possible  to  protect  the  inner  ear  from  noise  damage  through  chemical  means, 
which  could  theoretically  protect  the  10  million  workers  exposed  to  hazard  noise  in  the  work  place. 

All  three  of  these  major  research  areas  supported  by  NIDCD  have  enormous  implications  for  our 
future,  including  major  cost  savings,  which  is  the  third  point  I  wish  to  discuss. 

The  societal  burden  of  communicative  disorders  is  substantial.  Nearty  50  million  people  are 
affected  and  the  resulting  breakdown  in  communication  results  in  lost  opportunities  for  minds  to  develop, 
results  in  juvenile  delinquency,  results  in  lost  wages,  and  results  in  increased  health  care  costs.  The  direct 
non-research  costs  to  government  for  communicative  disorders  is  over  $1 B  and  if  the  health  care  costs 
are  included  -  for  example,  we  spend  over  $2B  annually  just  for  the  care  of  children  with  otitis  media,  and 
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$1 B  for  hearing  aids.  The  amount  spent  for  research  into  communication  disorders  -  $21 0M  seems 
extremely  modest  indeed. 


RECOMMENDATIONS 

Mr.  Chairman,  because  of  the  important  work  of  the  NIDCD  and  the  rich  opportunities  for 
substantial  progress  in  improving  the  communication  health  of  America's  citizens,  the  Friends  of  the 
NIDCD  recommends  to  the  committee,  an  increase  in  the  budget  of  the  NIDCD  of  12%  for  fiscal  year  1996. 


Thank  you,  Mr.  Chairman,  for  the  privilege  and  opportunity  to  share  this  information  with  you  and 
to  assist  the  committee  in  its  difficult  budgetary  tasks. 


STATEMENT  OF  LISA  KAESER,  CHAIR,  FRIENDS  OF  NICHD  COALITION 

Mr.  Chairman,  the  Friends  of  NICHD  Coalition  includes  nearly  100  organizations 
representing  scientists,  health  professionals,  and  advocates  for  the  health  and  welfare  of  women, 
children,  families  and  people  with  disabilities.  Since  its  inception  in  1963,  the  National  Institute 
of  Health  and  Human  Development  (NICHD)  has  compiled  an  impressive  record  of 
achievement,  conducting  and  funding  research  on  the  prevention  and  treatment  of  many  of  the 
most  insidious  health  problems  facing  our  nation:  infant  mortality  and  low  birthweight, 
unintended  pregnancy,  birth  defects,  mental  retardation  and  other  developmental  disabilities,  and 
pediatric  AIDS.  Although  Congress  did  not  pass  a  health  care  reform  bill  last  year,  one  area 
of  significant  agreement  emerged  —  that  of  increasing  attention  to  prevention  as  one  of  the  few 
ways  of  saving  money  —  and  lives  -  in  the  long  run.  Prevention-related  research  is  the  core  of 
NICHD's  work. 

Virtually  every  aspect  of  the  institute's  research  —  both  basic  and  applied  -  is  designed 
to  prevent  or  ameliorate  disease  or  disability.  NICHD  has  one  of  the  broadest  missions  of  any 
at  NIH;  the  institute's  research  ranges  from  studies  of  molecular  biology,  to  better  understanding 
the  motivations  driving  human  behavior,  to  developing  the  means  to  restore  function  in 
individuals  with  a  physical  disability. 

Still,  the  institute  has  not  been  able  to  investigate  many  of  the  areas  within  its  mandate 
to  its  fullest  potential.  While  the  coalition  supports  NICHD's  professional  judgment  budget  for 
fiscal  year  1996,  $795  million,  we  recognize  that  in  the  present  fiscal  climate,  that  figure  may 
represent  an  unrealistic  increase.  On  the  other  hand,  we  feel  that  the  biomedical  and  behavioral 
problems  the  institute  seeks  to  address  are  critical  to  the  future  health  of  our  nation's  people, 
justifying  a  significant  new  investment  from  Congress.  This  figure  represents  the  best  and  most 
reliable  estimate  of  the  level  of  funding  necessary  for  NICHD  to  fully  carry  out  its  mission. 

The  institute  has  not  fared  as  well  as  might  be  hoped  compared  to  the  rest  of  NIH;  over 
the  past  decade,  NICHD's  success  rate  for  funding  grants  that  have  already  been  approved  ranks 
among  the  lowest  of  the  NIH  institutes  and  centers.  Ten  years  ago,  for  fiscal  year  1986, 
NICHD  ranked  15th  out  of  16  institutes;  five  years  ago,  it  ranked  17th  out  of  19,  and  in  FY 
1994,  16th  out  of  20.  The  result  of  this  underfunding  is  simply  that  much  research  cannot  be 
conducted  -  research  that  holds  dramatic  promise  for  preventing  disease  and  disability,  not  to 
mention  saving  millions  if  not  billions  of  federal  dollars.  Moreover,  the  word  has  spread  among 
the  scientific  community  that  NICHD  can  only  fund  a  small  number  of  approved  grants;  it  is 
becoming  increasingly  difficult  to  attract  talented  young  investigators  to  these  fields.  Yet  what 
better  investment  to  make  than  in  young  scientists  who  hold  the  potential  for  future  discoveries 
that  could  save  or  dramatically  improve  the  quality  of  our  lives? 

At  a  minimum,  the  Friends  of  NICHD  request  that  the  committee  appropriate 
$608,240,000,  an  increase  of  6.9%  over  the  fiscal  year  1995  appropriation.  This  increase 


108 


is  merely  designed  to  bring  NICHD's  success  rate  --  currently  18%  --  up  to  the  NIH-wide 
average  of  23%.  We  feel  that  the  importance  of  the  institute's  work  should  not  be  underrated, 
and  certainly  deserves  the  same  relative  level  of  funding  as  the  other  institutes. 

This  level  of  funding  is  critical  to  the  continuation  of  NICHD's  work  at  the  same  high- 
quality  level  that  now  exists.  In  recommending  that  N1CHD  receive  $608,240,000,  we  are 
attempting  to  balance  our  recognition  of  the  realities  of  the  fiscal  constraints  that  the  committee 
is  under  with  our  country's  pressing  need  for  the  research  conducted  by  the  institute,  such  as 
investigations  into  premature  labor,  low  birth  weight  and  congental  abnormalities;  contraception, 
infertility  and  gynecologic  disorders;  medical  rehabilitation;  and  adolescent  development, 
including  a  longitudinal  study  of  the  behavioral  factors  that  promote  the  health  of  our  teens  as 
well  as  those  that  may  be  detrimental  to  their  health. 

Furthermore,  the  basic  research  projects  supported  by  NICHD  not  only  lead  to  vital 
scientific  advances,  but  provide  the  fundamental  knowledge  which  has  allowed  the  United  States 
pharmaceutical  industry  to  maintain  its  position  as  world  leader.  In  fact,  NICHD  is  currently 
collaborating  with  six  private  firms  on  the  CRADA  public/private  partnerships  that  serve  to 
develop  new  products.  In  addition,  six  other  inventions  developed  by  NICHD-supported 
investigators  are  now  available  for  licensing  and  distribution,  including  a  pertussis  toxin  to  be 
used  in  a  new  vaccine  formulation.  Thus,  while  basic  research  remains  a  primary  focus,  the 
institute  also  looks  forward  to  the  application  of  that  research  to  useful  preventive  products  or 
the  development  of  treatments  for  diseases. 

Following  are  some  specific  examples  of  the  work  presently  being  conducted: 

o  NICHD  has  made  great  strides  in  the  development  of  therapies  for  treatment  of  infants 
and  children  with  the  human  immunodeficiency  virus  (HIV)  infection,  which  continues  to 
represent  a  significant  area  of  public  health  concern.  It  is  estimated  that  there  are  10,000 
children  in  the  United  States  and  one  million  children  around  the  world  infected  with  this  fatal 
disease.  However,  NICHD  has  recently  contributed  to  important  advances  in  the  battle  against 
maternal  and  pediatric  HIV/AIDS.  The  clinical  trial,  ACTG  076,  which  was  jointly  conducted 
by  NICHD  and  NIAID,  demonstrated  that  Zidovudine  (AZT)  is  effective  in  reducing  the 
transmission  rate  of  HIV  from  infected  pregnant  women  to  their  offspring.  Children  of  treated 
mothers  were  infected  at  a  rate  of  roughly  one  out  of  twelve  (8.3%)  while  children  born  to 
similar  mothers  who  were  not  treated  had  an  infection  rate  of  25.5%  or  three  out  of  twelve. 
This  dramatic  breakthrough  offers  the  hope  that  reduction  of  mother  to  child  transmission  (the 
chief  source  of  new  cases  of  pediatric  AIDS)  can  be  achieved. 

o  Sudden  Infant  Death  Syndrome  (SIDS)  is  a  frightening  disorder  that  knows  no  cultural 
or  economic  bounds.  An  apparently  healthy  child  is  put  to  bed,  but  is  later  found  dead.  No 
explanation  for  the  cause  of  death  can  be  determined.  Each  year  nearly  6,000  infants  die  as  a 
result  of  SIDS,  the  major  cause  of  death  for  infants  aged  two  weeks  to  one  year.  NICHD  is  the 
primary  federal  agency  responsible  for  conducting  research  into  SIDS.  Last  year,  findings  from 
research  funded  by  NICHD  were  announced  stating  that  infants  should  not  be  placed  on  their 
stomachs  for  sleeping,  since  carbon  monoxide  they  breathe  out  into  their  bedclothes  can  build 
up  and  suffocate  them.  In  June,  NICHD  initiated  a  nationwide  campaign  to  persuade  parents 
and  other  providers  of  care  to  newborns  to  place  healthy  babies  on  their  backs  or  sides  to  sleep 
to  reduce  the  risk  of  SIDS.  In  conjunction  with  the  American  Academy  of  Pediatrics  and  others, 
the  institute  has  developed  materials  and  public  service  announcements  to  promote  the  campaign 
nationally. 

o  Of  special  interest  to  millions  of  working  parents  around  the  country  is  NICHD's 
investigation  into  the  impact  of  day  care  on  child  development.  The  changing  workforce  in  our 
country  has  created  an  urgent  need  to  ensure  that  families  have  access  to  quality  child  care  - 
a  need  highlighted  in  the  current  debate  on  welfare  reform.  NICHD's  groundbreaking, 
comprehensive  ten-site  study  of  child  care  has  collected  data  on  1,300  children,  and  plans  to 
analyze  the  results  this  year.  This  research,  which  has  the  potential  to  improve  the  way  we  take 
care  of  children,  requires  additional  funding  to  allow  significant  follow  up  on  the  children  in  this 
study,  to  the  age  of  seven. 
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o  A  comprehensive,  multidisciplinary  study  of  adolescent  health  is  in  its  second  year. 
This  study  will,  for  the  first  time,  show  the  social,  environmental,  behavioral  and  biological 
determinants  of  adolescent  health.  It  is  expected  that  the  research  findings  will  yield  a  wealth 
of  information  for  parents,  educators,  and  health  care  providers.  This  study  must  be  fully 
funded  in  order  to  sample  large  enough  numbers  of  underrepresented  minority  groups  and  youth 
with  disabilities,  groups  about  which  little  research  information  is  now  available. 

o  Advances  in  molecular  biology  and  a  new  understanding  of  genetic  mechanisms 
underlying  the  healthy  human  development  and  functioning  have  brought  health  research  to  the 
new  frontier  of  gene  therapy.  In  the  United  States,  there  are  13,200  children  with  Duchenne 
Muscular  Distrophy.  with  600  new  cases  each  year.  Significant  new  research  in  NICHD's 
Mental  Retardation  Research  Centers  involving  gene  therapy  has  placed  the  institute  on  the 
threshold  of  a  potential  cure;  it  suggests  that  the  muscle  deterioration  responsible  for  the 
disability  and  premature  death  of  young  males  may  be  able  to  be  halted  with  genetic 
intervention.  Such  interventions  have  the  potential  of  saving  health  care  systems  more  than  $60 
million  a  year;  adequate  support  for  the  funding  now  could  lead  to  this  intervention  within  the 
decade. 

o  Recently,  the  discovery  was  made  that  women  who  take  folic  acid  prior  to  pregnancy 
or  very  early  in  pregnancy  can  dramatically  reduce  their  risk  of  having  a  child  with  a  neural  tube 
defect,  such  as  spina  befida.  These  defects  can  be  fatal  or  leave  those  children  that  survive  with 
costly  life-long  disabilities.  A  research  team  led  by  an  NICHD  investigator  has  identified  a 
metabolic  defect  which  may  be  correctable  with  vitamin  B12  as  well  as  folic  acid,  which  could 
in  turn  lead  to  an  important  public  health  recommendation. 

o  Among  the  nation's  most  intractable  problems  is  that  of  unintended  pregnancy.  For 
those  who  are  trying  to  plan  whether  and  when  they  choose  to  have  children,  this  problem  has 
been  recently  complicated  by  the  steep  rise  in  sexually  transmitted  diseases  (STDs),  including 
HIV.  One  in  eight  adolescents  contracts  an  STD  each  year,  demonstrating  the  importance  of 
developing  better  barrier  methods  of  contraception  for  their  protection.  The  institute's 
Contraceptive  Development  Branch  is  working  to  improve  our  array  of  barrier  methods  for  both 
men  and  women,  that  would  protect  against  both  pregnancy  and  sexually  transmitted  diseases. 
In  particular,  the  development  of  microbicides,  substances  that  can  kill  the  HIV  and  other 
viruses,  is  urgently  needed. 

o  The  newest  addition  to  NICHD  is  the  National  Center  for  Medical  Rehabilitation, 
established  in  1990  to  promote  research  that  will  replace,  enhance  or  restore  function  in  persons 
with  physical  disabilities,  both  immediately  after  the  onset  of  the  disabling  condition  and 
throughout  their  lifespans.  The  Center  has  identified  seven  research  priority  areas  that  cut  across 
all  physical  disabilities,  including  those  that  have  cognitive  and  behavioral  elements.  In  its  early 
years,  emphasis  has  been  successfully  placed  on  the  development  of  orthotics  and  prosthetics. 
Funds  devoted  now  to  medical  rehabilitation  research  will  lead  to  identification  of  the  methods 
and  devices  best  able  to  return  persons  with  disabilities  to  optimal  function. 


These  areas  of  research  represent  only  a  small  part  of  the  work  presently  being  done  at 
NICHD.  Along  with  the  basic  and  demographic  sciences,  multidisciplinary  research  funded  by 
NICHD  has  contributed  substantially  to  the  knowledge  base  necessary  to  improve  the  lives  of 
children  and  adults  in  the  United  States.  To  allow  even  more  approved  grants  to  go  unfunded 
will  seriously  impede  our  ability  to  do  so.  We  have  appreciated  the  emphasis  this  committee 
has  placed  on  the  work  conducted  by  NICHD,  and  ask  that  the  institute  be  funded  at  a  level  of 
$608,240,000. 
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STATEMENT  OF  STUART  HEYDT,  PRESIDENT  AND  CEO,  GEISINGER 
HEALTH  SYSTEM,  DANVILLLE,  PA 

Mr.  Chairman  and  Members  of  the  Subcommittee,  it  is  my  privilege  to  present  written 
testimony  for  inclusion  into  the  hearing  record  on  behalf  of  the  Geisinger  Health  System  in 
Danville,  Pennsylvania. 

I  would  like  to  thank  the  Subcommittee  for  including  language  in  last  year's  legislation 
under  the  Health  Care  Financing  Administration's  Research  and  Demonstrations  Program 
recognizing  Geisinger's  rural  telemedicine/telecommunications  network.  Earlier  this  year,  the 
Geisinger  Health  System  submitted  an  application  to  HCFA  for  a  telemedicine  grant  to  develop 
a  PC-Based  Networked  Quality  Improvement  System  to  study  and  make  consistent  managed 
health  care  services  and  procedures  used  by  providers  in  rural  underserved  areas.  We  look 
forward  to  HCFA's  favorable  consideration  of  this  application  and  to  partnering  with  the  federal 
government  to  develop  a  comprehensive  model  telemedicine/telecommunications  network  to 
improve  the  quality,  accessibility  and  efficiency  of  integrated  health  care  services  in  rural 
communities. 

Allow  me  to  further  describe  the  Geisinger  Health  System's  efforts  to  form  a 
public/private  partnership  to  support  the  development  of  a  comprehensive  rural 
telemedicine/telecommunications  network. 


Geisinger's  Rural  Telemedicine/Telecommunications  Network 

The  Geisinger  Health  System  is  the  largest  rural  health  network  in  the  nation.  Geisinger 
is  presently  developing  and  building  one  of  the  largest  telemedicine/telecommunications 
networks  in  the  United  States  -  within  the  31  counties  of  the  Commonwealth  of  Pennsylvania 
that  Geisinger  serves.  This  network  will  result  in  a  model  system  of  telemedicine  --  the 
communication  of  all  forms  of  medical  data  amongst  patients,  doctors,  nurses,  EMS  technicians 
and  vehicles,  and  hospitals,  thereby  allowing  access  to  quality  health  care  in  virtually  every 
rural  corner  of  the  Commonwealth  that  Geisinger  covers.  Key  uses  of  the 
telecommunications/telemedicine  network  will  include,  but  not  limited  to,  geriatric  nutrition 
research  and  education;  rural  highway  trauma  response  and  treatment;  physician  recruitment  and 
continued  education;  and  numerous  other  clinical  and  administrative  functions  that  will  improve 
the  access  to  and  delivery  of  health  care  services  in  rural  areas. 

Primary  among  barriers  in  delivering  quality  health  care  services  in  rural  and  isolated 
areas  is  the  inability  to  efficiently  transmit  medical  information  between  health  care  providers, 
particularly  among  rural  practitioners  and  referral  centers.  This  impedes  the  delivery  of 
coordinated  care  and  adds  significantly  to  costs  to  patients.  We  believe  that  a 
telemedicine/telecommunications  system  can  address  the  barriers  that,  directly  and  indirectly, 
reduce  efficiency  in  the  delivery  of  health  care  in  a  rural  setting. 

As  envisioned,  our  rural  telecommunications/telemedicine  network  will  have  several 
areas  of  emphasis: 

•  Exploring  new  models  for  delivering  care  in  rural,  underdeveloped  areas  by 
demonstrating  how  the  existence  of  this  information  infrastructure  can  lead  to 
fundamental,  cost-efficient  changes  in  the  practice  of  medicine,  changes  that  would  not 
be  available  without  the  tools  provided  by  high  speed  telecommunications. 

•  Reducing  the  isolation  of  physicians  and  patients  in  rural  areas  and  expanding 
opportunities  for  local  communities  to  have  interactive  communication  capabilities  that 
can  be  used  for  numerous  activities  including  ongoing  education  programs. 

•  Improving  and  stabilizing  the  impact  of  health  care  reform  on  the  medical  work-force  in 
small,  rural  and  underdeveloped  communities  by  upgrading  and  converting  existing 
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medical  facilities  to  ensure  their  continued  and  efficient  operation  without  significant  job 
losses. 


Geisinger's  Advances  in  Geriatric  Nutrition 

The  development  of  Geisinger's  telecommunications/telemedicine  network  will  be  a  vital 
component  of  the  Geriatric  Nutrition  Research  Alliance.  This  alliance  is  a  collaboration 
between  Geisinger's  Department  of  Gastroenterology  and  Nutrition  and  Penn  State  University's 
Department  of  Nutrition.  The  aim  of  the  Geriatric  Nutrition  Research  Alliance  is  to  educate 
health  professionals  and  Pennsylvania's  elderly  about  nutrition.  Their  research  has  revealed 
widespread  malnutrition  among  the  elderly  people  in  rural  central  and  northeastern 
Pennsylvania.  The  Alliance  shows  potential  for  becoming  a  national  model  for  other  geriatric 
nutrition  programs. 

A  fundamental  component  of  the  Geriatric  Nutrition  Research  Alliance  is  the 
development  of  educational  strategies  aimed  at  delivering  nutrition  information  and  research 
findings  to  physicians,  faculty,  students  and  allied  health  professionals  as  well  as  elderly  patients 
and  populations  at  large.  Information  dissemination  and  nutrition  education  outreach  programs 
constitute  a  crucial  goal  of  the  Geriatric  Nutrition  Research  Alliance  -  preparing  students, 
health  educators,  patients,  and  physicians  to  promote  and  enhance  the  quality  of  life  for  older 
persons  through  proper  nutrition  awareness,  training,  and  expertise. 

Our  network  will  include  a  two-way  interactive  videoconferencing  system  to  enhance 
nutrition  education  outreach  activities  by  allowing  physicians,  faculty,  students,  and  elderly 
patients  to  communicate  face-to-face  without  the  cost  and  delay  of  travel. 
Telemedicine/telecommunications  activities  for  the  Alliance  will  eventually  include: 

1.  Remote  nutrition  education  outreach  programs  for  free-living  and  hospitalized  elderly 
patients; 

2.  Continuing  medical  education  programs  in  assessment  of  malnutrition  and  nutrition 
intervention  in  elderly  patients  for  allied  health  professionals; 

3.  Nutrition  education  for  students  and  faculty,  including  the  transmission  of  courses, 
lectures,  seminars,  and  medical  grand  rounds. 

The  Geriatric  Nutrition  Research  Alliance  is  currently  establishing  ties  with  other  rural 
health  care  organizations  --  including  SEDA-COG,  our  1 1  county  regional  development  agency, 
the  Pennsylvania  Office  of  Rural  Health,  the  Pennsylvania  Department  of  Aging,  and  the 
Pennsylvania  Department  of  Health  -  to  foster  the  development  of  a  regional  consortium 
focused  on  geriatric  nutrition  concerns.  Thus,  the  foundation  is  in  place  for  a  collaboration  that 
will  culminate  in  a  regional  screening  network  to  promote  nutritional  assessment  and  care  of  the 
rural  elderly  that  also  parallels  with  health  care  reform. 

Geisinger  Designs  A  Model  Rural  Trauma  Care  Response  Network 

Rural  accident  deaths  in  motorized  vehicles  outnumber  urban  accident  deaths  in  vehicles 
by  almost  2  to  1  (according  to  the  National  Safety  Council).  The  majority  of  Geisinger's  1,300 
annual  trauma  cases  are  highway  related.  Many  patients  die  from  lack  of  timely  response 
and/or  delayed  treatment  by  emergency  services,  particularly  in  rural  and  remote  locations. 
Accidents  occurring  in  rural  and  isolated  areas  delay  diagnosis  and  treatment,  thereby  increasing 
both  the  severity  of  illness  and  mortality. 

To  address  this  need,  the  Geisinger  Health  System  is  also  working  with  federal,  state  and 
local  officials  to  develop  a  model  trauma  care  response  network  using  telecommunications  and 
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telemedicine  technology  to  provide  faster  response  and  more  efficient  health  care  treatment 
critical  to  the  survival  and  recovery  of  patients  injured  in  accidents  on  the  highways  and  roads 
of  Pennsylvania.  Utilizing  the  most  modern  technology,  Geisinger  will  link  several  of  its  55 
sites,  its  two  Life  Flight  helicopters  and  strategically  located  emergency  response  vehicles  with 
the  Level  I  Trauma  Center  at  the  Geisinger  Medical  Center  in  Danville. 

This  linkage  will  allow  EMS  technicians  on  the  scene  of  accidents  to  have  immediate 
contact  with  specialists  for  consultation,  thereby  expediting  the  transmittal  of  critical  information 
and  the  start  of  often  life-saving  treatment  at  the  scene.  Geisinger's  trauma  response  network 
will  ensure  early  stabilization  and  continued  monitoring  of  patients  to  increase  dramatically  the 
rate  of  survival  and  recovery  of  Pennsylvania's  accident  victims.  Geisinger,  in  cooperation  with 
state  and  local  entities,  will  provide  a  model  program  that  is  both  innovative  and  effective  in 
assisting  rural  regions  throughout  the  country  in  improving  rural  trauma  response  and  treatment. 


Geisinger  Health  System:  The  Nation's  Largest  Rural  Health  System 

The  Geisinger  Medical  Center,  founded  in  1915,  is  a  577-bed  facility  in  Danville, 
Pennsylvania  that  has  become  the  hub  of  the  nation's  largest  rural  health  care  system.  Today, 
the  Geisinger  system  is  now  a  multi-institutional  network  serving  31  rural  counties  and  2.3 
million  people  in  central,  northcentral  and  northeastern  Pennsylvania.  In  addition  to  Geisinger 
Medical  Center,  which  serves  as  the  region's  tertiary  referral  and  Level  I  Trauma  Center,  the 
system  includes  a  230-bed  regional  hospital  and  cancer  center  in  Wilkes-Barre,  and  45  physician 
practice  clinics  in  38  communities  in  rural  and  isolated  areas.  Geisinger  also  has  the  largest 
rural  HMO  in  the  country,  the  profitable  161,000  member  Geisinger  Health  Plan.  Last 
December  Geisinger  opened  its  doors  to  the  Janet  Weis  Children's  Hospital,  the  nation's  first 
free-standing  children's  hospital  in  a  rural  area.  This  facility  is  part  of  our  continuing  effort  to 
meet  the  needs  of  children  in  northeastern  and  central  Pennsylvania  and  to  provide  high  quality, 
affordable  health  care  services  in  a  rural,  managed  care  environment. 

As  one  of  the  dozen  major  clinics  in  the  country  and  one  of  only  four  rural  referral 
tertiary  care  centers  of  500  or  more  beds,  the  Geisinger  system  embodies  many  of  those  major 
characteristics  sought  by  Congress  and  the  Clinton  Administration  on  health  care  reform. 
Geisinger  has  been  continually  cited  as  a  prototype  for  health  care  reform,  including  the 
following  national  endorsements: 

•  In  a  recent  study  of  the  top-rated  medical  facilities  in  the  U.S.  and  Canada,  the 
Geisinger  health  care  system  was  cited  as  one  the  Best  Hospitals  in  America  and  among 
the  elite  when  it  comes  to  rural  health  care. 

•  Department  of  Health  and  Human  Services'  Assistant  Secretary  of  Health  Dr.  Philip 
Lee.  Pennsylvania  Senator  Specter,  Congressmen  Bud  Shuster,  Paul  Kanjorski  and  other 
legislators  have  endorsed  Geisinger's  group  practice/managed  care  concepts  as  a  national 
model  for  health  care  reform. 

•  The  New  York  Times  featured  Geisinger's  network  of  530  salaried  physicians  as  an 
innovative  and  cost-effective  managed  health  care  system. 

•  Arnold  Relman,  M.D.,  former  editor  of  The  New  England  Journal  of  Medicine,  refers 
to  the  Geisinger  system  with  its  HMO  as  the  harbinger  of  what  is  going  to  happen  in 
health  care  all  over  the  country. 

•  The  National  Committee  for  Quality  Health  Care  offers  the  Geisinger  approach  as  one  of 
several  national  models  for  reforming  American  health  care. 

Request  for  Federal  Investment 


Since  the  Geisinger  system  is  a  nationally-recognized  model  for  an  integrated  system,  a 
concept  that  is  rapidly  gaining  favor  throughout  the  country,  a  successfully  implemented 
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telecommunications  system  here  can  become  a  prototype  that  sets  standards  for  other  providers 
in  medically  underserved  rural  areas.  Geisinger  is  already  experienced  in  developing 
collaborative  relationships  both  within  its  own  diverse  and  widely  dispersed  network  as  well  as 
with  non-Geisinger  providers  in  the  service  region. 

Central  to  Geisinger  Health  System's  development  of  a  telemedicine/telecommunications 
network  is  our  commitment  to  providing  quality  health  care  services  for  the  rural  communities 
which  comprise  our  managed  care  system.  Indeed,  health  care,  particularly  in  rural  areas,  is  an 
indicator  not  only  of  economic  development  but  of  quality  of  life.  We  at  Geisinger  are 
committed  to  providing  our  rural  communities  with  better  access  to  quality  health  care  services 
that  will  improve  the  overall  strength  of  the  region.  Geisinger  Health  System  has  already 
invested  more  than  $3  million  in  the  initial  pieces  of  hardware  and  software  to  begin  putting  this 
system-wide  network  in  place. 

Geisinger  Health  System  is  aware  of  the  support  that  the  Labor,  HHS  Appropriations 
Subcommittee  has  given  in  the  past  to  developing  model  telemedicine/telecommunications 
networks.  Therefore,  on  behalf  of  the  Geisinger  Health  System,  I  respectfully  request  that  you 
include  $2  million  through  the  FY  1996  Labor,  HHS  Appropriations  bill  to  directly  support  a 
model  rural  telemedicine/telecommunications  network  under  Geisinger's  integrated  health  care 
system.  This  network  holds  tremendous  promise  of  becoming  a  prototype  for  other  managed 
care  providers  in  medically  underserved  rural  areas  that  are  exploring  the  applications  of 
information  technologies. 

Thank  you  very  much,  Mr.  Chairman,  for  the  opportunity  to  submit  this  testimony  on 
behalf  of  the  Geisinger  Health  System  and  for  considering  our  request  for  direct  federal 
investment  in  this  model  rural  telemedicine/telecommunications  network. 


STATEMENT  OF  REV.  WILLIAM  L.  GEORGE,  S.J.,  ASSISTANT  TO  THE 
PRESIDENT  OF  GEORGETOWN  UNIVERSITY,  WASHINGTON,  DC 

Mr.  Chairman  and  members  of  the  Committee,  I  am  Rev.  William  L.  George, 
assistant  to  the  president  of  Georgetown  University.  Thank  you  for  the  opportunity  to  submit 
testimony  for  the  record  on  the  National  Reference  Center  for  Bioethics  Literature. 

The  National  Reference  Center  for  Bioethics  Literature  is  the  nation's  only  specialized 
library  for  biomedical  ethics.  This  library  was  founded  in  1973  at  the  Kennedy  Institute  of 
Ethics.  In  1985  the  library  was  selected  by  the  National  Library  of  Medicine  to  be  the 
national  repository  for  information  in  this  important  field.  The  Center  currently  contains 
20,000  books  and  more  than  110,000  individually  cataloged  articles.  It  offers  toll-free 
reference  services  to  educators,  students,  and  interested  citizens  nationwide. 

The  National  Reference  Center  is  a  partnership  of  the  private  and  public  sectors. 
One-third  of  the  Center's  budget  is  provided  by  Georgetown  University  and  other  private 
sources.  However,  at  least  eighty-five  per  cent  of  the  work  of  the  Center  is  carried  out 
directly  for  persons  outside  Georgetown  University.  The  Center  needs  an  adequate  level  of 
federal  support  in  order  to  continue  its  national  mission.  In  FY95  the  federal  portion  of  the 
Center's  budget  was  cut  by  almost  one-third,  to  $400,000.  We  request  that  the  Congress  ask 
the  funding  agency  to  restore  this  cut  and  to  include  funding  at  the  level  of  $600,000  in  its 
FY'96  budget,  which  would  maintain  the  size  of  the  Center's  staff  (which  has  remained 
constant  since  1985  despite  a  tripling  in  the  demand  for  its  vital  information  services). 

A  companion  project,  the  Bioethics  Information  Retrieval  Project,  produces  an  online 
database,  BIOETHICSLINE,  for  the  National  Library  of  Medicine.  The  database,  which 
includes  46.000  bibliographic  records  from  multiple  academic  disciplines,  guides  users  to  the 
literature  on  topics  like  gene  therapy,  access  to  health  care,  and  appropriate  care  for 
terminally  ill  patients.  BIOETHICSLINE  is  searched  through  NLM  alone  by  an  average  of 
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more  than  400  different  users  per  month  in  the  United  States  and  abroad,  and  its  printed 
version,  the  annual  Bibliography  of  Bioethics,  is  used  in  1,500  libraries  worldwide. 

These  two  resources  support  an  enormous  enterprise  of  bioethics  education  in  the 
United  States.  At  the  college  level,  we  estimate  that  approximately  4,000  bioethics  courses 
are  currently  offered  by  the  nation's  3,200  two-  and  four-year  colleges.  Virtually  all  of  the 
nation's  126  medical  schools,  1470  nursing  programs,  and  3,055  programs  in  allied  health 
also  provide  training  in  bioethics  to  future  health  professionals.  There  are  now  28  training 
programs  in  the  nation  that  lead  to  advanced  degrees  in  bioethics.  In  addition,  many  high 
schools  have  begun  to  include  bioethics  courses  or  modules  in  their  science  curricula.  The 
total  cost  of  these  bioethics  education  programs  nationwide  is  in  the  range  of  $20-25  million 
per  year.  The  National  Reference  Center  and  the  Bioethics  Information  Retrieval  Project  are 
the  only  national  information  resources  for  bioethics.  With  adequate  funding,  the  National 
Reference  Center  will  continue  to  provide  prompt,  courteous,  and  cost-effective  service  to 
the  nation  in  this  cutting-edge  area  of  interdisciplinary  ethics  education. 

INSTITUTIONAL  USERS  FROM  PENNSYLVANIA 
OF  BIOETHICS  INFORMATION  SERVICES  OF  THE 
KENNEDY  INSTITUTE  OF  ETHICS,  GEORGETOWN  UNIVERSITY 


Institutional  BIOETHICSLINE  Users,  July  1993-June  1994: 


Abingdon  Memorial  Hospital 

Harrisburg  Hospital 

Pocono  Medical  Center 

Albert  Einstein  Medical  Center 

Holy  Spirit  Hospital 

Polyclinic  Medical  Center 

Allegheny  General  Hospital 

Institute  for  Cancer  Research 

Reading  Hospital  and  Med.  Ctr. 

Allentown  Osteopathic  Hospital 

Institute  for  Pol.  Res.  and  Eval. 

Saint  Francis  Medical  Center 

Carlisle  Hospital 

Jameson  Memorial  Hospital 

Shadyside  Hospital 

Center  for  Medical  Ethics 

Magee  Womens  Hospital 

Somerset  Hospital 

Chestnut  Hill  Hospital 

Medical  College  of  Penn. 

Thomas  Jefferson  University 

Children's  Hosp.  of  Pittsburgh 

Merck  Sharp  &  Dohme 

United  Health  and  Hosp.  Svcs. 

Citizens  General  Hospital 

Mercy  Hospital 

University  of  Pennsylvania 

Divine  Providence  Hospital 

Mercy  Catholic  Medical  Center 

University  of  Pittsburgh 

ECRI 

Metro  Hospital  -  Parkview  Div. 

VA  Medical  Center  -  Phila. 

Evangelical  Community  Hosp. 

Nason  Hospital 

VA  Medical  Center  -  Erie 

Frankford  Hospital 

Pennsylvania  State  University 

West  Pennsylvania  Hospital 

Geisinger  Medical  Center 

Pharmakon  Research  Intl.,  Inc. 

Wilkes-Barre  General  Hospital 

Good  Samaritan  Hospital 

Philadelphia  Geriatric  Center 

Williamsport  Hospital 

Hahnemann  University 

Plymouth-Whitemarsh  H.S. 

York  Hospital 

Hahnemann  Medical  Coll.  Libr. 

Institutional  Purchasers  of  the  BIBLIOGRAPHY  OFBIOETHICS: 

ALLENTOWN 

Memorial  Library 

GRANTHAM 

Allentown  Osteo.  Med.  Ctr. 

Messiah  College  Library 

Allentown/ Lehigh  Valley  Hosp. 

COATESVILLE 

Muhlenberg  College  Library 

VA  Medical  Center 

HARRISBURG 

Harrisburg  Hospital 

ALTOONA 

EAST STROUDSBERG 

Pennsylvania  Medical  Society 

Altoona  Hospital 

Pocono  Medical  Ctr.  Med.  Libr. 

Polyclinic  Medical  Center 

BETHLEHEM 

EASTON 

HAVERFORD 

Diocese  of  Allentown 

Easton  Hospital 

Haverford  College 

Moravian  College 

Muhlenberg  Hospital  Center 

EDINBORO 

HAZELTON 

St  Luke's  Hospital 

Edinboro  University  of  Penn. 

Hazelton  General  Hospital 

CALIFORNIA 

ELIZABETHTOWN 

HERSHEY 

California  Univ.  of  Penn. 

Elizabethtown  College 

Penn.  State  Univ.  M.S.  Hershey 

Medical  Ctr. 

CARLISLE 

ERIE 

Carlisle  Hospital  Med.  Lib. 

VA  Medical  Center 

HUNTINGDON 

Dickinson  College  Library 

Juniata  College  Library 

CHAMBERSBURG 

GETTYSBURG 

IMMACULATA 

Chambersburg  Hospital 

Gettysburg  College 

Immaculata  College  Library 

CHESTER 

GLENSIDE 

INDIANA 

Widener  University  Wolfgram 

Beaver  College  Atwood  Library 

Indiana  Univ.  of  Penn. 
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JENK1NTOWN 

Manor  Jr.  Coll. 

LANCASTER 
Community  Hospital 
Franklin  &  Marshall  College 
Lancaster  Theological  Seminary 

LANGHORNE 

Saint  Mary  Hospital 

LANSDALE 

Calvary  Baptist  Theol.  Libr. 
North  Penn  Hospital 

LORETTO 

Saint  Francis  College 

MYERSTOVVN 

Evangelical  School  of  Theology 

NEW  WILMINGTON 

Westminster  College 

NORTHAMPTON 

Mary  Immaculate  Semin.  Libr. 

PAOLI 

Paoli  Memorial  Hospital 

PHILADELPHIA 

Albert  Einstein  Medical  Center 
Chestnut  Hill  College 
Frankford  Hospital 
Free  Library  of  Philadelphia 
Hahnemann  Univ.  Dept.  Med. 
La  Salle  University 


Lankenau  Hospital 
Medical  College  of  Penn. 
Moss  Rehabilitation  Hospital 
Penn.  Coll.  of  Optometry 
Phila.  Coll.  ofOsteo.  Med. 
Phila.  Coll.  of  Pharm.  &  Sci. 
Ralston  House 
Saint  Charles  Seminary 
Saint  Joseph's  University 
Saint  Mary  Hospital 
Temple  University 
Thomas  Jefferson  University 
Univ.  of  Penn.  Bioengineering 

Department 
Univ.  of  Penn.  Biomedical 

Library 
Univ.  of  Penn.  Soc.  Dept. 
VA  Medical  Center 
Westminster  Theological  Libr. 
Wills  Eye  Hospital 

PITTSBURGH 

AHERF 
Carlow  College 
Children's  Hospital 
Duquesne  University  Library 
Montefiore  University  Hospital 
North  Hills  Passavant  Hospital 
Presbyterian  University  Hospital 
Univ.  of  Pittsburgh 
Univ.  of  Pittsburgh  Center  for 

Medical  Ethics 
Univ.  of  Pittsburgh  Law  Libr. 
Univ.  of  Pittsburgh  Med.  Lib. 
Univ.  of  Pittsburgh 

Neurosurgery  Dept. 


Western  Psychiatric 
Institute  &  Clinic 

READING 

Albright  College  Library 
Alvemia  College  Library 

SAINT  DAVIDS 

Eastern  College 

SCRANTON 

Mercy  Hospital  Medical  Library 
Ofc.  of  Cont.  Educ.  for  Priests 
University  of  Scranton  Library 

SLIPPERY  ROCK 

Slippery  Rock  University 

SWARTHMORE 

Swarthmore  College  Library 

UNIVERSITY  PARK 

Pennsylvania  State  University 

UPLAND 

Croser  Chester  Medical  Center 

WESTCHESTER 

West  Chester  Univ.  Library 

WILKES-BARRE 

King's  College  Library 
Wilkes  College  Library 

YOUNGWOOD 
Westmoreland  County 
Community  College 


Bioethics  Organizations  in  Pennsylvania 


EDINBORO 

Bio-Medical  Ethics  Project 
Edinboro  University  of  Penn. 

HAVERFORD 

Delaware  Valley  Ethics 
Committee  Network 

HERSHEY 

Department  of  Humanities 
Pennsylvania  State  Univ. 
College  of  Medicine 
Milton  S.  Hershey  Medical  Ctr. 


PHILADELPHIA 

Medical  Humanities  Program 
Medical  College  of  Penn. 

Center  for  Bioethics 
University  of  Pennsylvania 

Ethics  Program 

Department  of  Veterans  Affairs 
Medical  Center 

PITTSBURGH 

Center  for  Medical  Ethics 


University  of  Pittsburgh 

Health  Care  Ethics 
Duquesne  University 

UNIVERSITY  PARK 

Science,  Tech.  &  Soc.  Program 
Pennsylvania  State  University 

VILLANOVA 

Society  for  the  Study  of 
Professional  Ethics 
Villanova  University 


INSTITUTIONAL  USERS  FROM  IOWA  OF 
THE  BIOETHICS  INFORMATION  SERVICES  OF  THE 
KENNEDY  INSTITUTE  OF  ETHICS,  GEORGETOWN  UNIVERSITY 

Institutional  B10ETHICSL1NE  Users,  July  1993-June  1994: 


Covenant  Medical  Center 
Mercy  Hospital 

Mercy  Hospital  Medical  Center 


University  of  Iowa 

University  of  Iowa  Hospitals  and  Clinics 
VA  Medical  Center  -  Knoxville 
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Institutional  Purchasers  of  the  BIBLIOGRAPHY  OF  BIOETHICS: 


AMES 

Iowa  State  University  Biochemistry  &  Biophysics 

Department 
Iowa  State  University  Library 

BURLINGTON 
Burlington  Medical  Center 

DAVENPORT 

Marycrest  College  Cone  Library 
Palmer  College  Library 


Mercy  Hospital  Medical  Center 
University  of  Osteopathic  Medicine  and  Health 
Sciences 

DUBUQUE 

Loras  College  Bioethics  Resource  Center 
Mount  Saint  Francis 

University  of  Dubuque  Ficke-Laird  Library 

GRINNELL 

Grinnell  College  Library 


DECORAH 

Luther  College 

DES  MOINES 

Drake  University  College  of  Pharmacy 
Iowa  Lutheran  Hospital 
Iowa  Methodist  Medical  Center 
Law  Library  Drake  University 


SIOUX  CITY 

Briar  Cliff  College  Library 
Momingside  College  Library 

WAVERLY 

Wartburg  College  Library 


Bioethics  Programs  in  Iowa: 

AMES 

Bioethics  Program 

Iowa  State  University,  Department  of  Philosophy 
413  Ross  Hall 
Ames,  I A  50011 


IOWA  CITY 

Program  in  Biomedical  Ethics  and  Humanities 
University  of  Iowa  College  of  Medicine 
I10MEB 

Iowa  City,  I A  52242 
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A  Sample  of  the  Growth  of  Interest  in  Bioethics  .  .  . 

The  graph  above  indicates  the  numbers  of  transactions  with  individuals  and 
organizations  for  some  of  the  services  performed  by  the  National  Reference  Center  for 
Bioethics  Literature,  Kennedy  Institute  of  Ethics,  Georgetown  University,  during  the 
initial  8-year  grant  period.  Calculations  cover: 

►  BIOETHICSLINE  database  searches  performed  annually  for  library  users  (which 
increased  from  618  to  1800), 

►  calls  received  on  800-MED-ETHX  (which  grew  from  158  to  2798),  and 

►  subscriptions  to  NEW  TITLES  IN  BIOETHICS,  an  NRC  quarterly  current- 
awareness  service  (which  rose  from  400  to  1973). 

The  growing  interest  in  bioethics  issues  is  obvious  and  continuing.  The  National 
Reference  Center's  collection  mirrors  the  same  trend:  more  than  10,000  articles  and 
1,000  books  on  bioethics  are  identified  each  year. 


STATEMENT  OF  THE  ELNORA  M.  RHODES  ON  BEHALF  OF  SOCIETY  OF 
GENERAL  INTERNAL  MEDICINE  [SGIM] 


The  2,700  members  of  the  Society  of  General  Internal  Medicine  (SGIM)  are  involved  in 
medical  student  training,  general  internal  medicine  resident  education  and  research  in  the  delivery 
of  primary  care.  The  general  internist's  special  skill  is  the  provision  of  primary  care: 
longitudinal,  coordinated,  comprehensive,  and  patient-centered  care  for  adults.  Primary  care 
directly  addresses  the  full  range  of  personal  health  needs  through  preventive,  curative,  and 
rehabilitative  care. 

SGIM  commends  the  subcommittee  for  supporting  graduate  medical  education  and  health 
services  research.  We  appreciate  the  opportunity  to  provide  testimony  regarding  the  workforce 
supply  of  general  internists  and  general  pediatricians  and  to  offer  recommendations  concerning 
fiscal  year  1996  appropriations  for  Title  VII  primary  care  training  programs,  health  professions 
educational  research  and  primary  care  research  sponsored  by  the  Agency  for  Health  Care  Policy 
and  Research  (AHCPR). 

For  fiscal  year  1996,  wc  recommend  the  following  appropriations: 

General  Internal  Medicine  and  General  Pediatrics  Residency  Programs 

recommended  funding:        $25  million 

Health  Professions  Educational  Research 
recommended  funding:         $2.2  million 

Agency  for  Health  Care  Policy  and  Research 

recommended  funding:        $194  million 

B^inV-nry  Training  and  Farnlty  Ttevelnpmp.nt  Programs 

The  Society  of  General  Internal  Medicine  (SGIM)  was  founded  in  1978  to  promote 
improved  patient  care,  teaching  and  research  in  primary  care  general  internal  medicine.  There 
are  approximately  2,700  members  of  SGIM.  The  clinical  excellence  of  practicing  internists  is 
evident  in  every  region  and  almost  every  community  of  our  nation.  Internists  provide  medical 
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care  for  adult  patients  and  many  of  their  family  members;  they  are  both  personal  physicians  to 
patients  as  well  as  consultants  to  other  physicians.  These  physicians  are  experts  in  the 
management  of  complex  and  multi-system  illness,  including  the  illnesses  affecting  the  aged  and 
HIV-infected  populations.  As  experts  in  adult  medicine,  internists  trained  in  primary  care  become 
the  backbone  of  managed  care  systems.  Over  the  past  few  years,  therefore,  managed  care 
organizations  have  come  to  rely  on  general  internists  as  primary  care  providers  for  their  adult 
patients. 

Over  the  past  100  years,  internal  medicine  has  evolved  into  the  major  standard-setting 
discipline  for  both  American  medicine  and  medical  education.  Responsible  for  training  almost 
35%  of  all  physicians,  departments  of  internal  medicine  are  found  in  all  of  the  nation's  125 
medical  schools.  Internal  medicine  also  has  significant  capacity  through  its  416  accredited 
programs  in  teaching  hospitals  to  produce  the  greatest  number  of  gcneralist  physicians  in  the 
nation,  as  well  as  subspccialists  who  provide  clinical,  technological,  and  research  expertise  in  all 
the  medical  subspecialty  disciplines.  Standards  of  excellence  set,  in  large  part  by  internal 
medicine,  have  resulted  in  the  pre-eminence  of  health  care  in  the  United  States  and  the 
unparalleled  success  of  its  biomedical  and  health  services  research  achievements. 

SGIM  supports  the  leadership  and  efforts  of  Senator  Nancy  Landon  Kassebaum  in  the 
reauthorization  of  Title  VII  of  the  Public  Health  Service  Act  (S.  555,  the  Health  Professions 
Education  Consolidation  and  Reauthorization  Act  of  1995).  We  recognize  the  challenge  of 
addressing  many  complex  issues  related  to  the  consolidation  and  reauthorization  of  the  health 
professions,  minority,  and  disadvantaged  health  education  programs.  However,  we  axe  concerned 
with  the  potential  impact  of  the  proposed  legislation  on  the  viability  of  many  residency  training 
programs  in  general  internal  medicine  and  general  pediatrics. 

Title  VII  programs  represent  the  only  federal  effort  to  support  increased  training  of 
primary  care  physicians,  such  as  general  internists,  general  pediatricians  and  family  practice.  The 
impact  of  Section  748,  which  supports  grants  for  general  internal  medicine  and  general  pediatrics 
training  and  faculty  development,  has  been  effective.  As  a  result  of  Title  VII  grants,  internal 
medicine  training  programs  have  been  able  to  respond  to  the  nation's  need  for  producing  high 
quality  primary  care  physicians. 

Enclosed  is  a  copy  of  an  article,  "Career  Differences  between  Primary  Care  and 
Traditional  Trainees  in  Internal  Medicine  and  Pediatrics,"  {Annals  of  Internal  Medicine. 
1992:116:482-487)  which  describes  a  study  of  all  residency  training  programs  in  internal  medicine 
and  pediatrics  to  assess  differences  in  career  choices  between  primary  care  trainees  and  other 
graduates  within  each  discipline.  According  to  the  results  of  the  study,  graduates  of  federally 
supported  primary  care  residency  training  programs  in  internal  medicine  have  chosen  generalists 
careers  more  often  than  graduates  of  specialty  oriented  residency  programs.  Between  1977  and 
1983,  primary  care  careers  were  chosen  by  54%  of  the  graduates  of  traditional  residencies  in 
internal  medicine  as  compared  with  72%  of  graduates  from  federally  funded  primary  care 
programs.  In  addition,  primary  care  graduates  were  found  to  have  higher  board  certification 
scores  and  were  more  likely  to  practice  in  medically  underserved  communities. 

Title  VII  funding  has  also  provided  critical  support  for  faculty  development  programs. 
Graduates  of  Title  VII  faculty  development  programs  have  remained  in  academic  settings  and,  to 
a  large  extent,  account  for  the  formation  of  over  350  sections  of  general  internal  medicine  based 
in  teaching  hospitals  throughout  all  parts  of  the  United  States.  Sections  of  general  internal 
medicine  provide  an  important  infrastructure  for  training  medical  students  in  primary  and 
ambulatory  care,  training  internists  who  will  practice  in  primary  care,  and  conducting  research 
on  primary  care.  They  also  provide  a  structure  for  primary  care  practices  in  some  of  the  most 
underserved  parts  of  the  nation.  Many  of  these  physicians  also  provide  much  needed  primary  care 
for  inner  city  populations.  Collectively,  these  generalist  physicians  comprise  the  largest  group  of 
primary  care  educators  in  the  country. 
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The  potential  of  internal  medicine  to  reshape  the  nation's  medical  care  system  has  not  been 
fully  exploited.  As  the  nation's  largest  medical  discipline,  internal  medicine  has  the  capacity  to 
change  the  workforce  to  support  the  optimal  goals  of  high  quality  health  care  and  cost 
containment.  Title  VII  grants  are  needed  to  strengthen  and  sustain  internal  medicine's  emphasis 
on  primary  care  training.  This  training  must  begin  with  the  predoctoral  year  and  include  residency 
training  and  faculty  development. 

Previous  funding  levels  have  been  inadequate  to  support  many  worthy  programs.  The 
fiscal  year  1995  appropriation  of  $16,695  million  supported  only  continuing  grants  for  general 
internal  medicine  and  general  pediatrics  residency  training  programs.  The  shortfall  in  funds 
available  for  competitive  applications  resulted  in  limited  training  opportunities  and  resources  for 
many  residency  programs.  In  addition,  potential  reductions  in  the  Federal  Government's 
financing  of  graduate  medical  education  (GME)  through  the  Health  Care  Financing  Administration 
(HCFA)  may  result  in  fewer  funds  for  supporting  training  in  general  internal  medicine  and  general 
pediatrics. 

The  lack  of  a  competitive  cycle  for  fiscal  year  1995  and  a  decrease  in  HCFA  GME  funds 
is  very  disturbing  given  the  need  for  increased  numbers  of  general  internists,  especially  as  it 
relates  to  the  nation's  aging  population  with  its  attendant  burden  on  chronic  disease  requiring 
primary  care.  The  present  system  of  allocating  funds  should  be  changed  to  reflect  the  proportion 
of  primary  care  graduates  and  practitioners  in  the  United  States  and  not  disadvantage  general 
internal  medicine  training  programs. 

SGIM  recommends  fiscal  year  1996  funding  of  $25  million  for  Geueral  Internal 
Medicine  and  General  Pediatrics  Residency  Training  Programs. 

Health  Professions  F/lnr-ational  Research 

In  addition  to  support  for  residency  training  and  faculty  development,  there  is  a  need  for 
medical  education  research.  It  is  vital  to  assess  the  impact  of  our  medical  education  system  and 
the  effect  (and  costs)  of  any  changes  introduced.  Such  changes  have  broad  implications  for  faculty 
development,  costs  and  health  care  delivery.  We  support  the  purpose  and  rationale  of  the  Health 
Professions  Educational  Research  initiative,  which  authorizes  funding  to  public  and  nonprofit 
educational  entities  for  conducting  research  on  various  health  professions  issues.  One  of  the  issues 
for  research  which  has  been  authorized  for  this  program  is  to  assess  the  impact  of  medical  school 
curriculum,  including  the  availability  of  clinical  training  in  ambulatory  care  settings,  to  the  extent 
the  curriculum  influences  the  percentage  of  physicians  selecting  primary  care  residencies  and 
selecting  primary  care  as  a  medical  career. 

SGIM  recommends  fiscal  year  1996  funding  of  $2.2  million  for  Health  Professions 
Educational  Research. 

Agpnry  for  Health  Pare  Pnliry  and  ftftggarrh 

General  internal  medicine  faculty  and  clinicians  play  an  important  role  in  health  services 
research,  with  an  emphasis  on  outcome  research,  clinical  epidemiology,  quality  improvement, 
meta-analysis  and  clinical  decision  making.  These  disciplines  are  critically  important  for 
improving  the  quality  of  primary  care  patient  care,  developing  effective  systems  of  primary  care, 
and  containing  costs. 

As  a  result  of  an  enormous  and  sustained  investment  in  biomedical  research  over  the  last 
40  years,  the  technical  capacity  of  the  United  States  health  care  system  is  unequaled  in  the  world. 
Relatively  few  dollars,  however,  have  been  invested  in  primary  care  research.  Despite  the 
technological  capabilities  of  the  nation's  health  care  delivery  system,  there  exists  inequities  in 
access  to  health  care  and  variations  in  costs.  An  expanded  research  program  examining  the 
organization  and  process  of  primary  care  is  essential  to  refine  rational  policy  development  and  to 
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ensure  the  optimal  provision  of  services.  SGIM  strongly  supports  the  development  of  a  Center 
for  Primary  Care  Research  within  AHCPR. 

SGIM  supports  the  President's  recommendation  for  fiscal  year  1996  funding  of  $194 
million  for  the  Agency  for  Health  Care  Policy  and  Research. 

Conclusion 

Tille  vn  education  grants  provide  the  only  federal  support  that  is  designated  for  primary 
care  and,  therefore,  is  likely  to  have  a  direct  impact  on  shifting  the  balance  of  this  nation's 
primary  care  workforce  toward  generalist  physicians.  Though  the  actual  appropriations  in  the  past 
have  been  small,  the  potential  for  these  grants  to  leverage  widespread  educational  change, 
affecting  all  physicians  in  training,  is  great.  Teaching  hospitals  and  academic  medical  centers  are 
facing  a  period  of  fiscal  cutbacks  at  a  time  when  primary  care  needs  in  many  areas  of  the  country 
cannot  be  met.  Therefore,  we  believe  that  an  expansion  in  funding  for  general  internal  medicine 
training  programs  is  critically  important  at  this  time. 

We  encourage  the  subcommittee's  leadership  through  support  of  Title  VII  grant  programs, 
health  professions  educational  research  and  AHCPR  sponsored  research.  We  are  confident  this 
funding  will  help  produce  a  more  suitable  physician  supply  and,  ultimately,  more  satisfied, 
healthier  patients.  The  Society  of  General  Internal  Medicine  is  committed  to  working  with  the 
subcommittee  and  to  serving  as  a  resource  for  this  effort. 


STATEMENT  OF  BERNARD  GOROWITZ,  MANAGER  OF  ELECTRONIC  STRUC- 
TURES AND  MATERIALS  DEVELOPMENT,  CORPORATE  RESEARCH  AND 
DEVELOPMENT  CENTER,  FORTUNE  100  GLOBAL  INDUSTRIAL  BUSINESS 

Dear  Senator  Specter. 

My  title  may  lead  you  to  believe  that  this  testimony  is  self  serving  in  a  manner  intended  to  attract  increased 
funding  for  cancer  research  projects  in  which  I  or  anyone  else  in  my  company  or  industry  might  be 
involved.  That  is  certainly  not  the  case,  since  medical  research  was  not  my  chosen  field  and  my  company 
is  a  producer  of  high  technology  equipment  for  a  great  variety  of  applications.  For  almost  forty  years  of 
my  career,  I  have  been  primarily  involved  in  research  and  development  which  provides  leading  edge 
electronic  technologies  for  agencies  such  as  the  Defense  Department,  the  CIA,  and  the  NSA,  whose 
missions  are  to  protect  us  from  internal  and  external  threats  to  our  national  security.  The  goal  of  this 
document  is  to  raise  your  awareness  to  what  is  arguably  an  even  greater  threat  to  our  national  well  being.  I 
am  referring  specifically  to  the  impact  of  cancer  which,  each  year,  leads  to  the  loss  of  hundreds  of 
thousands  of  lives  or  the  incapacitation  of  even  greater  numbers  of  those  who  are  our  most  important 
national  resource,  our  people.  The  cost  is  immense,  both  in  fiscal  and  personal  terms. 

I  doubt  that  any  member  of  your  subcommittee  does  not  know  of  a  friend  or  family  member  who  has 
fallen  victim  to  this  threat;  and  I  would  doubt  also  that  these  were  only  people  who  had  "lived  to  ripe  old 
age",  whatever  the  present  definition  of  that  term  may  be.  You  may  be  aware  that  about  half  of  cancer 
victims  arc  below  the  age  of  65,  hardly  a  ripe  old  age.  Furthermore,  as  many  as  half  of  those  who  are 
diagnosed  as  having  cancer  develop  into  terminal  cases.  That  mortality  rate  also  applies  to  those  under  the 
age  of  65.  The  honorable  Robert  Livingston,  chairman  of  the  House  Appropriations  Committee,  stated 
recently,  on  a  nationally  televised  interview,  that  (and  I  paraphrase  his  remarks)  the  greatest  gift  that  we 
can  give  to  our  children  and  grandchildren,  is  a  balanced  budget  and  a  nation  free  from  of  financial  debt. 
These  are  indeed  worthy  goals.  However,  I  also  believe  that  it  is  equally  important,  for  our  children  and 
our  grandchildren,  that  they  be  raised  in  a  family  environment  not  threatened  or  torn  asunder  by  the 
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scourge  of  cancer  or  other  terminal  or  incapacitating  diseases.  If  you  agree,  what  precisely  can  you,  as 
elected  representatives,  be  aware  of  so  that  you  can  help  support  the  quest  of  medical  and  pharmaceutical 
researchers  to  achieve  this  worthy,  but  extremely  challenging  goal? 

In  efforts  to  balance  the  national  budget,  it  is  important  that  all  expenditures  be  subject  to  recvaluation,  and 
we  should  not  only  examine  the  value  of  the  services  that  we  receive  for  our  money,  but  we  must 
consider  who  should  best  direct  its  use.  Unlike  certain  areas  in  which  the  federal  government  has 
historically  been  involved,  cancer  research  -  the  search  for  a  cure  for  cancer,  effective  ways  to  alleviate  its 
effects  or,  better  yet,  methods  by  which  it  can  be  prevented,  cannot  be  shifted  solely  to  private  industry  and 
the  market  place.  There  are  those  who  believe  that  research  should  not  be  a  function  of  the  government.  I 
submit  that,  in  the  case  of  cancer  research,  the  federal  government  must  play  a  key  role  in  conducting, 
funding,  and  coordinating  rcscaic'u  just  as  it  has  done  with  respect  to  various  key  elements  of  our  national 
defense.  Why?  If  it  docs  not,  much  of  the  research  will  not  be  done,  since  the  financial  risks  will  be  too 
high  and  the  financial  returns  will  be  too  uncertain  for  private  industry. 

Tremendous  strides  have  been  made  in  dealing  with  such  medical  problems  as  hypertension,  heart 
disease,  strokes,  ulcers,  infectious  diseases  of  various  types,  vitamin  deficiencies,  psychological  problems, 
headaches,  etc.  In  these  areas,  with  the  help  of  research  conducted  and/or  funded  by  the  National  Institutes 
of  Health  and  other  government  agencies,  the  mechanisms  that  trigger  these  illnesses  have  become  better 
understood,  and  treatments  and  drugs  to  alleviate  the  symptoms  or  bring  about  cures  have  been  developed. 
If  similar  degrees  of  progress  in  basic  science  had  been  made  with  respect  to  the  much  more  challenging 
problem  of  cancer,  pharmaceutical  companies  or  biotechnology  companies  might  invest  more  in  pursuing 
cancer  cures  or  preventives.  This  is  certainly  not  now  the  case. 

There  is  much  basic  research  that  must  be  done.  Most  of  this  research  is  either  performed  by  scientists  at 
the  National  Institute  of  Health  and  the  National  Cancer  Institute,  or  it  is  largely  funded  by  those 
organizations  or  various  medical  research  foundations.  However,  pressures  to  reduce  the  spiraling  costs  of 
health  care  are  beginning  to  cause  severe  curtailments  and  consolidations  of  medical  research  efforts  at 
many  of  our  most  prestigious  medical  centers.  There  may  be  some  benefit  to  such  consolidation  if  it 
reduces  duplication  and  waste,  but  by  eliminating  research  jobs,  the  only  recourse  is  often  to  narrow  the 
scope  of  research  to  those  areas  likely  to  gain  the  most  funding  support,  such  as  breast  cancer,  prostate 
cancer,  lung  cancer,  colon  cancer,  or  AIDS,  in  preference  to  those  that  result  in  lower  incidence  rates 
(but  not  necessarily  lower  death  rates)  or  have  less  vocal  constituencies.  That  may  be  good  business  and 
perhaps  good  politics,  but  it  is  of  no  assistance  or  even  consolation  to  those  whose  afflictions  fall  lower 
on  the  list  of  priorities.  Even  much  pharmaceutical  research  is  being  curtailed  and  consolidated  as  the 
result  of  mergers  and  decisions  to  pursue  the  "lower  hanging  and  more  profitable  fruits  on  the  tree". 

The  other  effect  of  reducing  or  stifling  the  growth  of  cancer  research  is  the  discouragement  of  some  of 
our  best  and  brightest  individuals  from  pursuing  careers  in  medical  or  pharmaceutical  research,  and  with 
that  can  come  a  downward  spiral  in  an  industry  which  is  among  the  most  profitable  and  most  highly 
respected  in  the  world,  and  is  a  heavy  exporter  of  American  made  products.  However,  foreign 
competition  is  growing,  and,  if  we  lose  our  human  talent  base  and  our  spirit  of  adventure  and  willingness 
to  take  risks,  we  will  see  another  high  tech  industry,  with  well  paying  jobs,  dwindle  to  second  class  status. 
The  same  is  true  for  institutional  and  government  medical  research  where  we  can  ill  afford  to  allow  our 
capabilities  to  diminish.  The  country  that  has  been  a  shining  beacon  of  liberty  in  the  world 
should  also  be  a  shining  example  of  the  highest  capabilities  for  maintaining  the  liberty 
that  comes  from  good  health. 


122 


Progress  toward  a  cure  or  prevention  of  cancer  is  likely  to  be  enhanced  by  improved  statistics  pertaining  to 
such  factors  as  demographics,  diet,  environmental  effects,  genetics,  medical  history,  etc.  This  is  a  role 
properly  allocated  to  localities  and  coordinated  by  the  federal  government  Likewise,  the  National  Institutes 
of  Health  should  be  responsible  for  disseminating  information  which  may  be  helpful  to  researchers  and  to 
a  public  whose  health  awareness  is  at  a  higher  level  than  at  any  time  in  our  history.  The  information 
highway  is  only  a  dirt  road  with  respect  to  effective  communication  of  medical  information  from  a 
professional  or  personal  viewpoint.  The  infrastructure  for  information  transfer  must  be  improved. 

1  have  addressed  a  number  of  functions  which  I  believe  should  remain,  or  be  placed  unambiguously 
within  the  charters  of  the  National  Institutes  for  Health  and/or  the  National  Cancer  Institute,  but  I  must 
admit  that  I  do  not  have  the  information  to  address  any  shortcomings  of  these  organizations  which  might 
alter  their  abilities  to  perform  these  functions.  Just  as  for  any  agency  entrusted  with  expenditures  of 
government  funds,  these  shortcomings  should  be  determined  in  order  to  ensure  maximum  return  on  the 
investment.  If  the  agencies  are  flawed,  their  flaws  should  be  corrected,  and,  as  in  any  aggressive  business, 
where  they  arc  found  to  be  lacking  in  the  resources  to  perform  their  agreed  upon  missions,  the  appropriate 
resources  should  be  provided. 

Finally,  it  may  be  a  cliche*  by  now,  but,  as  a  scientist  who  has  played  his  own  part  in  a  number  of 
technological  breakthroughs,  I  can  only  say  that  I  find  it  hard  to  believe  that  a  nation  that  could  put  men  on 
the  moon;  place  satellites  in  orbit  around  the  globe;  ensure  that  its  soil  is  free  from  foreign  invasion;  build 
an  information  highway;  and  lead  the  world  in  virtually  all  categories  of  technology;  should  not  have  the 
resources  and  the  will  to  organize  and  succeed  in  a  war  to  eradicate  the  scourge  of  cancer.  The 
predominant  responsibility  for  conducting  this  war  and  coordinating  the  activities  of  its  own  scientists 
with  those  of  other  medical  researchers  in  this  country  and  throughout  the  world,  should  rest  with  the 
National  Cancer  Institute.  To  carry  out  this  mission,  this  organization  must  receive  every  penny  that  it 
deems  necessary  to  do  the  job.  To  do  anything  less,  is  to  tell  it  that  we  do  not  recognize  its  capabilities  to 
properly  determine  its  needs,  or  indeed  to  carry  out  its  mission.  If  that  were  true,  we  should  correct  the 
situation  so  that  it  can  better  meet  a  challenge  which  is  not  likely  to  diminish  with  time  unless  we  act  now. 
Yes,  all  areas  of  expenditures  should  be  "on  the  table",  but  not  all  should  be  cut  as  we  seek  to  reduce  the 
debt.  In  fact,  I  suggest  that  this  area  of  the  President's  proposed  budget  should  indeed  be  increased 
beyond  his  own  request,  by  a  Congress  that  wishes  to  demonstrate  sensitivity  to  the  very  existence  of  its 
constituents. 

I  respectfully  thank  you  for  your  attention  and  I  look  forward  to  hearing  of  your  views  and  your 
intentions  with  respect  to  the  extremely  critical  and  life  determining  judgments  that  you  will  be  making  in 
the  coming  months. 


STATEMENT  OF  SANDY  GUTIERREZ,  SENIOR  VICE  PRESIDENT, 
DIRECTOR  YOUTH  LEADERSHIP  TRAINING  INSTITUTE,  NEW  YORK,  NY 

Mr.  Chairman,  distinguished  members  of  the  Committee,  thank  you  for  the  opportunity  to  submit  this 
testimony  for  the  record.  I  am  Sandy  Gutierrez,  Senior  Vice-President  and  Director  of  the  Youth 
Training  Institute  for  metaNetworks,  an  organization  located  in  New  York  City,  which  creates, 
manages  and  produces  innovative,  multi-cultural  youth  development  projects.  Our  goal  is  to 
strengthen  new  and  diverse  communities  among  our  young  people  by  building  bridges  over  conditions 
that  traditionally  have  worked  to  keep  them  apart,  i.e.  racism,  violence,  poverty,  class,  sex, 
miscommunication  and  misinformation. 
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MetaNetworks  is  engaged  in  a  dynamic  process  of  connecting  young  people  from  a  broad  range  of 
backgrounds,  and  with  the  assistance  of  major  corporations  like  AT&T;  institutions  of  higher  learning 
such  as  Vanderbilt,  Rice  and  Lehigh  Universities;  public  school  systems  in  New  York  and  Chicago;  and 
the  College  Board,  we  are  teaching  these  young  people  to  live,  learn,  and  lead  together.  In  any  given 
year,  we  reach  up  to  10,000  kids  in  New  York  City  alone.  Quite  frankly,  there  is  no  other  organization 
in  the  country  that  has  achieved  the  kind  of  success  we  currently  enjoy  in  building  bridges  across 
various  communities  targeting  our  nation's  youth.  We  enjoy  this  success  because  we  seek  to  involve 
our  youth  in  all  that  the  organization  does.  They  are  the  stakeholders  of  our  organization  and  the  key 
in  the  development  and  implementation  of  all  our  programs. 

MetaNetworks  can  be  broken  down  into  three  main  components:  (1)  the  Youth  Leadership  Training 
Institute;  (2)  the  College  Posse  Scholarship  Program;  and  (3)  the  Community  Based  Organization 
Network. 

YOUTH  LEADERSHIP  TRAINING  INSTITUTE 

The  Youth  Leadership  Training  Institute  is  an  'executive  training  center'  for  teenagers.  The  institute, 
designed  to  function  as  a  critical  new  element  in  the  social  infrastructure  of  the  '90s,  serves  as  a  central 
training  and  leadership  development  facility  in  New  York  City  for  young  people,  providing  them  (and 
the  adults  who  work  with  them)  with  information,  training  and  network  services.  Its  training  curricula 
focuses  on  major  personal  and  social  values,  cross-  and  multi-cultural  interaction,  work,  globalization 
and  conflict  resolution. 

COLLEGE  POSSE  SCHOLARSHIP  PROGRAM 

The  College  Posse  Scholarship  Program  is  a  unique  program  which  enables  young  people  from  diverse 
backgrounds  to  attend  highly  regarded  colleges  and  universities,  such  as  Vanderbilt,  Rice  and  Lehigh, 
as  part  of  a  'posse'-  a  contemporary  multi-cultural  support  system,  built  on  the  strengths  of  diversity. 
The  program  helps  universities  diversify  their  student  bodies  and  improve  their  student  retention  rate. 
During  the  program's  four  years  of  existence,  more  than  200  students  participating  in  the  Posse 
program  have  been  awarded  full,  four-year  scholarships.  Ninety  percent  of  the  students  placed  through 
the  program  remain  in  good  academic  standing.  Last  year,  one  hundred  percent  of  the  first  Posse  class 
graduated  on  time  and  with  honors. 

COMMUNITY-BASED  ORGANIZATION  NETWORK 

And  finally,  the  Community-Based  Organization  Network  is  a  coalition  of  organizations  throughout 
the  city  of  New  York  that  work  with  youth.  By  collaborating,  the  members  of  community-based 
organizations  work  to  find  solutions  to  city-wide  problems. 

Mr.  Chairman,  before  I  address  the  specific  interests  of  metaNetworks,  I  would  like  to  take  a  moment 
to  address  an  issue  that  is  of  interest  to  all  those  involved  in  education:  the  future  of  the  Department  of 
Education.  MetaNetworks  acknowledges  its  support  for  the  Department  of  Education  as  a  vitally 
important  component  in  the  education  and  development  our  nation's  youth.  There  has  been  much  talk 
by  many  people  regarding  the  future  of  the  Education  Department.  Some  among  us  believe  the  time 
for  such  an  agency  has  come  and  gone.  As  an  organization  with  a  mission  to  prepare  young  people  to 
become  the  innovators,  inventors  and  creative  problem-solvers  of  the  next  century  and  beyond;  and  as 
an  organization  that  has  coordinated  and  participated  in  programs  sponsored  by  the  Department  of 
Education,  MetaNetworks  ardently  disagrees. 

Mr.  Chairman,  as  you  well  know,  the  youth  of  today  represent  the  future  of  our  nation.  It  should  be 
recognized  that  now,  more  than  ever,  agencies  like  the  Department  of  Education  are  needed  to  provide 
leadership  direction  and  assistance  to  the  country's  schools  as  the  schools  seek  to  empower  our 
children  with  the  necessary  tools  to  adequately  compete  in  the  global  marketplace.  One  of  the 
Department's  most  recent  initiatives,  Goals  2000,  is  such  an  example.  Through  this  program,  States 
have  the  opportunity  to  engage  in  systemic  educational  reform,  including  the  development  of  learning 
standards,  that  allow  for  each  State  to  better  address  its  educational  needs.   It  is  critical  that  this 
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subcommittee  maintains  its  commitment  to  education  by  appropriating  funds  to  such  programs  within 
the  Department  that  make  a  difference  in  the  lives  of  our  youth. 

With  respect  to  metaNetworks,  initiatives  like  School-to-Work,  and  programs  within  the  Office  of 
Educational  Research  and  Improvement  (OERI)  and  the  Office  of  Post-Secondary  Education  offer  the 
youth  we  serve  an  opportunity  to  build  bridges  between  diverse  communities  while  expanding  their 
educational  horizons. 

In  this  vein,  we  request  that  full  funding  be  provided  for  the  School-to-Work  Initiative;  particularly 
within  the  areas  of  public-private  partnership  programs  and  high  poverty  grants. 

Additionally,  we  ask  for  a  four  percent  increase  in  funding  for  the  Office  of  Educational  Research  and 
Improvement.  When  we  look  at  the  role  the  Department  of  Education  is  playing  throughout  the 
nation,  OERI  is  leading  the  way  in  developing  standards,  assessments,  research  models  and 
demonstrations  that  address  the  special  needs  of  students  placed  at  risk,  as  well  as  the  many  other 
students  attempting  to  matriculate  through  our  schools.  Oftentimes,  OERI  has  displayed  unparalleled 
leadership  in  undertaking  many  of  the  initiatives  States  cannot. 

Within  Post  Secondary  Education,  we  ask  for  a  four  to  five  percent  increase  in  funding  for  the 
Improvement  of  Post  Secondary  Education.  This  increase  will  support  the  numerous  innovative 
initiatives  that  play  an  integral  role  in  the  improvement  of  our  colleges  and  universities,  such  as  the 
College-School  Partnerships  to  Improve  Learning  of  Essential  Academic  Subjects,  Kindergarten 
Through  College  initiative  and  the  Leadership  Opportunities  in  the  Sciences  and  Humanities  initiative. 

Mr.  Chairman,  in  closing,  let  me  say  that  metaNetworks  will  continue  to  support  funding  for  the 
Department  of  Education,  even  though  our  organization  has  never  received  Federal  funding.  Our 
future,  and  the  future  of  partnerships  between  educational  groups  such  as  ours  and  corporations, 
community  organizations,  institutions  of  higher  learning,  and  public  schools  is  inextricably  linked  to 
many  of  the  programs  offered  by  the  Department. 

This  concludes  my  testimony.  Thank  you  again,  Mr.  Chairman,  for  allowing  metaNetworks  to  be 
represented  before  your  Committee. 


STATEMENT  OF  ANTHONY  COLE,  DEPUTY  EXECUTIVE  DIRECTOR, 
HAYMARKET  HOUSE,  CHICAGO  CLERGY  ASSOCIATION,  INC. 

Thank  you.  Chairman  Specter,  for  providing  me  with  the  opportunity  to  submit  testimony 
to  your  Subcommittee  this  year. 

My  name  is  Anthony  Cole  and  I  am  Deputy  Executive  Director  of  Haymarket  House. 
Haymarket  House  is  a  comprehensive  substance  abuse  treatment  center  on  the  Near  West 
Side  of  Chicago.  We  were  founded  in  1975  by  Monsignor  Ignatius  McDermott.  to  whom 
we  all  fondly  refer  as  "Father  Mac."  During  the  past  twenty  years  we  have  served  the  drug 
abuse  treatment  needs  of  individuals  throughout  the  Chicago  metropolitan  area.  We  have 
developed  several  unique  programs  to  address  the  needs  of  high-risk  females  and  the  high 
risk  youth  of  drug  abusing  parents.  Haymarket  currently  offers  comprehensive  and 
integrated  treatment  services  to  an  average  of  10,000  clients  annually.  We  are  the  third 
largest  drug  abuse  treatment  center  in  the  State  of  Illinois. 

I  submit  this  testimony  to  provide  Haymarket's  perspective  on  federal  policy  regarding  the 
prevention  and  treatment  of  drug  abuse.  It  will  also  provide  a  status  report  on  Haymarket's 
ongoing  efforts  to  be  innovative  and  effective  in  our  programming. 

The  estimated  cost  of  drug  abuse  to  our  society  is  $165  billion  annually.  Drug  abuse  is 
related  to  the  AIDs  epidemic,  to  crime  and  to  violence,  to  unemployment  and  to 
homelessness. 
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In  1992,  Congress  asked  the  Office  of  Technology  Assessment  (OTA)  to  identify  the  root 
causes  of  drug  abuse.  The  OTA  report,  released  last  September,  concluded  that  there 
are  no  root  causes  of  drug  abuse  that  apply  universally.  OTA,  however,  identified 
three  sets  of  necessary  preconditions  for  drug  abuse.  These  include  (1)  genetic  factors,  (2) 
availability  and  (3)  use  and  transition  to  abuse  and  dependency. 

Federal  policy  should  address  all  three  of  the  preconditions  to  drug  abuse  identified  by 
OTA.  Unfortunately,  during  the  past  decade  federal  policy  has  concentrated  predominately 
on  preventing  availability  of  drugs  through  interdiction  and  sanctions.  Future  federal  policy 
to  curb  drug  abuse  should  focus  prevention  and  treatment  resources  on  individuals 
genetically  predisposed  to  become  users,  and  on  drug  users  on  the  path  to  becoming 
abusers. 

Drug  abuse  prevention  and  treatment,  properly  coordinated  and  properly  directed,  works 
to  help  drug  abusers  become  productive  members  of  society.  Drug  abuse  prevention  and 
treatment  is  highly  cost-effective.  From  1992  to  1994,  the  State  of  California  conducted  a 
comprehensive  analysis  of  its  drug  abuse  prevention  and  treatment  system.  It  concluded 
that  for  every  dollar  invested  in  treatment  the  California  taxpayer  received  $7  in  savings. 
These  saving  were  to  be  found  from  a  decrease  in  criminal  activities  and  a  decrease  in 
hospitalizations.  Approximately  one  half  the  cost  of  treating  drug  abuse  is  offset  within  one 
year  by  the  subsequent  reductions  in  the  use  of  medical  services  by  the  abuser  and  his/her 
family. 

The  experience  in  California  is  not  isolated.  Public  investment  in  prevention  and  treatment 
does  yield  quantifiable  savings  to  society.  Why,  then,  has  federal  policy  considered  drug 
abuse  prevention  and  treatment  a  lower  priority  than  reducing  availability? 

The  drug  abuse  prevention  and  treatment  community  can  and  should  do  a  better  job  serving 
their  clients  using  the  limited  available  federal  resources.  In  order  to  do  a  better  job, 
however,  federal  policy  related  to  prevention  and  treatment  must  become  more  coherent 
and  better  coordinated. 

The  treatment  community  needs  to  develop  what  is  called  a  "continuum  of  care."  This 
"continuum"  is  the  integration  of  drug  abuse  prevention,  drug  abuse  treatment,  health 
services,  day  care,  parent  training,  vocational  education,  and  job  placement.  This 
integration  of  services  will  help  treatment  centers  like  Haymarket  to  improve  their 
prevention  and  treatment  services  and  consequently  to  increase  the  rate  of  savings  to 
taxpayers.  This  "continuum  of  care"  will  enable  the  treatment  community  to  help  more 
addicts  become  productive  members  of  society  more  quickly. 

In  order  for  prevention  and  treatment  agencies  to  develop  a  "continuum  of  care"  federal 
Executive  Branch  agencies  involved  in  drug  abuse  treatment  and  related  services  must 
improve  their  coordination.  There  is  currently  insufficient  collaboration  between  NIDA, 
CSAP,  CSAT  and  CDCP.  We  urge  this  Committee  to  encourage  greater  coordination 
among  these  agencies. 

In  addition,  the  federal  government  needs  to  target  its  limited  prevention  and  treatment 
resources  towards  high  risk  populations  such  as  pregnant  women  and  the  children  of  drug 
abusing  parents.  What  the  OTA  report  recommends,  Haymarket  and  many  other  treatment 
centers  are  already  doing. 

Nationwide  there  are  an  estimated  one  hundred  thousand  people  on  waiting  lists  for 
publicly  funded  drug  treatment.  Most  of  these  individuals  will  have  to  wait  up  to  six  months 
before  being  placed  in  a  program.  At  Haymarket  alone  we  have  a  waiting  list  of  more  than 
400  and  on  an  average  day  we  receive  over  200  calls  from  people  seeking  treatment.  To 
begin  to  establish  a  "continuum  of  care,"  Haymarket  has  formed  a  "Waiting  Group"  program 
as  a  safety  net  for  individuals  seeking  space  in  one  of  our  programs.  This  "Waiting  Group" 
program  is  an  example  of  a  local  innovation  which  does  not  appear  to  fit  into  any  existing 
federal  treatment  or  prevention  program  model. 
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Haymarket  House  recognizes  that  this  Committee's  focus  will  be  on  getting  more  bang  for 
the  federal  buck.  The  treatment  community  must  view  this  new  focus  as  both  a  challenge 
and  an  opportunity. 

The  treatment  community  needs  continued  federal  support  to  help  meet  the  overwhelming 
demand  for  services.  I  recognize  that  this  Subcommittee  cannot  shift  funds  from 
interdiction  to  pay  for  treatment.  I  also  recognize  that  this  Subcommittee  receives  no  credit 
or  benefit  from  savings  to  the  Medicaid  program  resulting  from  increased  appropriations 
for  treatment.      This  is  unfortunate. 

As  the  treatment  community  works  to  adapt  to  meet  the  challenges  of  the  reality  of  reduced 
federal  resources,  we  ask  that  Congress  require  executive  branch  agencies  to  better 
coordinate  their  programs  and  to  allow  local  treatment  centers  such  as  Haymarket  House 
to  be  more  innovative  in  their  use  of  federal  dollars.  We  request  that  you  help  us  create 
a  "continuum  of  care"  for  individuals  with  drug  abuse  problems  so  that  those  individuals  can 
address  their  problems  more  quickly  and  completely.  Those  problems  include  drug  abuse, 
family  disintegration,  lack  of  education  and  lack  of  employment  opportunity.  The 
"continuum  of  care"  requires  the  involvement  of  a  variety  of  federal  agencies,  most 
importantly  the  three  Departments  under  this  Subcommittee's  jurisdiction. 

Haymarket  House  appreciates  the  opportunity  to  submit  testimony  this  year.  Thank  you. 


STATEMENT  OF  HEALTH  INDUSTRY  MANUFACTURERS  ASSOCIATION 

The  Health  Industry  Manufacturers  Association  (HIMA)  appreciates  the  opportunity  to 
submit  this  written  statement  on  the  appropriations  request  of  the  Agency  for  Health  Care 
Policy  and  Research  (AHCPR)  for  fiscal  year  1996. 

HIMA  is  the  national  trade  association  representing  more  than  700  manufacturers  of  medical 
devices,  diagnostic  products  and  health  care  information  systems. 

Medical  technology  has  made  significant  contributions  to  improving  health  care  for  the 
citizens  of  this  country.  Less  invasive  techniques  using  technologies  such  as  surgical  lasers 
and  diagnostic  tests  have  improved  the  quality  of  care  while  enhancing  the  productivity  of 
our  health  care  system  and  the  patients  it  serves.  Technologies  such  as  implantable 
defibrillators  and  portable  dialysis  are  lengthening  lives  and  substantially  improving  the 
quality  of  life.  Sophisticated  home  medical  equipment  and  infusion  technology  permits 
patients  to  treat  themselves  in  the  lower-cost  home  setting. 

In  today's  cost  containment  environment,  our  challenge  is  to  optimize  these  health  and 
economic  benefits.  To  achieve  this,  we  must  know  more  about  the  outcomes  associated  with 
technology,  as  well  as  the  clinical  circumstances  that  demand  technology's  use.  As  the 
committee  focuses  on  AHCPR  appropriations,  we  recommend  that  careful  attention  be  given 
to  the  development  of  this  information  for  medical  decision  making  and  the  need  for 
continued,  timely  introduction  and  use  of  technology. 

With  consideration  of  these  interests,  our  statement  focuses  on  the  technology  assessment 
provisions  contained  in  the  Agency's  fiscal  year  1996  budget  request.  Specifically,  AHCPR 
has  requested  additional  funding  of  $2  million  to  establish  a  new  program  of  "public-private 
centers  or  consortia"  to  conduct  technology  assessments  and  to  provide  technical  assistance  to 
health  plans. 

Our  comments  center  around  three  major  points: 

•    AHCPR' s  current  approach  to  technology  assessment  is  limited  and  cumbersome  and 
fails  to  recognize  the  nature  of  medical  technology  innovation  and  diffusion. 
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•  AHCPR's  technology  assessment  program  is  inextricably  linked  to  coverage  decision 
making  and,  therefore,  is  a  key  determinant  in  the  introduction  and  diffusion  of 
important  new  medical  advances. 

•  Any  program  that  undermines  our  current,  pluralistic  system  of  technology  assessment 
and  medical  decision  making  would  significantly  impact  the  introduction  of  new 
technology.  To  consolidate  judgments  about  medical  technology  in  a  single  or  a  limited 
number  of  entities  would  cause  irreparable  harm  to  our  industry's  ability  to  introduce 
new  technologies. 

The  remainder  of  our  statement  provides  additional  detail  on  each  of  these  points. 
AHCPR's  Current  Program  of  Technology  Assessment 

Technology  assessment  is  the  systematic  evaluation  of  the  properties,  benefits  and 
effectiveness  of  medical  technologies.  It  involves  a  process  of  identifying  assessment  topics 
and  priorities;  specifying  the  problem;  retrieving,  interpreting,  and  synthesizing  information 
and  data;  and  formulating  findings  and  recommendations. 

In  our  view,  the  optimal  system  of  assessment  mirrors  the  process  of  medical  technology 
innovation  and  diffusion.  That  is,  it  recognizes  that  invention  is  incremental  and  non-linear 
and  that  diffusion  is  an  integral  part  of  the  innovation  process.  The  continuous  feedback  of 
clinicians  using  devices  in  real-life  settings  is  a  defining  characteristic  of  what  it  means  to 
innovate  in  our  industry.  From  this  process  emerges  adjustments  and  refinements,  new 
applications,  and  greater  knowledge  and  skill  among  practitioners.  It  is  no  surprise, 
therefore,  that  technology  assessors  are  often  constrained  by  a  paucity  of  data  on  a  new 
product.  To  develop  such  data  requires  the  use  of  technology  in  actual  —  not  controlled, 
selective  —  clinical  settings. 

Unfortunately,  AHCPR's  approach  to  technology  assessment,  as  well  as  that  of  many  other 
assessment  bodies,  stands  in  stark  contrast  to  the  nimble,  seamless  process  of  medical 
technology  innovation  and  diffusion.  Instead  of  recognizing  the  constantly  changing,  non- 
linear nature  of  medical  innovation,  AHCPR's  assessments  consist  of  a  cumbersome, 
retrospective  review  of  yesterday's  information  about  a  technology. 

This  conventional  approach  holds  medical  advances  in  a  "freeze  frame"  and  attempts  to  draw 
conclusions  about  a  technology  based  only  on  the  knowledge  then  available.  Limiting 
technology  assessment  to  existing  literature  and  data  provides  no  practical  means  for 
considering  the  continuous  flow  of  new  information  —  information  that  becomes  available 
through  actual  clinical  experience.  Early  assessments  may  not  reflect  improvement  in  an 
emerging  technology's  capabilities,  the  increased  proficiency  of  its  users,  the  full  breadth  of 
its  clinical  application,  or  its  long-term  outcomes.  In  many  instance,  technology  assessments 
are  out  of  date  by  the  time  they  are  published. 

In  addition  to  these  methodological  limitations,  there  is  also  the  issue  of  timing.  According 
to  a  1988  study,  it  took  the  Office  of  Health  Technology  Assessment  nearly  two  years  on 
average  to  conduct  an  assessment.  Many  technologies  required  a  substantially  longer  period. 
According  to  anecdotal  reports  from  technology  manufacturers  and  other  parties,  delays  such 
as  those  reported  in  the  1988  study  have  lengthened  in  recent  years.  Given  the  rapid  pace  of 
technological  advances,  these  assessments  are  of  questionable  value  for  medical  decision 
making  in  the  real  world,  yet  they  delay  patient  access  to  new  treatments. 

We  believe  that  technology  assessment  must  become  a  more  iterative,  real-time  process  that 
is  constantly  replenished  with  data  on  actual  clinician  and  patient  experience.  To  do  so 
requires  the  development  of  information  and  data  on  the  outcomes  associated  with  medical 
technologies  and  services,  buttressed  by  an  improved  health  care  information  infrastructure. 


128 


Numerous  illustrations  of  this  approach  are  already  emerging  in  the  private  sector.  For 
example,  an  important  factor  contributing  to  the  success  of  implementing  AHCPR's  guideline 
on  preventing  pressure  ulcers  at  Salt  Lake  City-based  Intermountain  Health  Care  (IHC)  was 
the  organization's  ability  to  modify  the  guidelines  for  local  use  through  their  Health 
Evaluation  through  Logistical  Planning  (HELP)  system,  a  computerized  patient  record 
application.  The  HELP  system  has  also  provided  IHC  with  information  to  develop  clinical 
protocols  for  other  specific  conditions.  With  the  perpetual  feedback  made  possible  by  the 
HELP  system,  these  protocols  are  continuously  evolving  and  improving. 

With  consideration  of  these  and  other  successes,  we  recommend  that  Congress  require  that 
any  Agency  funding  of  technology  assessment  centers  or  consortia  adopt  these  more 
innovative  approaches  and  data  development  strategies  that  are  emerging  in  the  private 

sector. 

Technology  Assessment  and  Coverage  Decision  Making 

Despite  the  limitations  of  AHCPR's  technology  assessment  approach,  the  results  of  these 
studies  routinely  serve  as  the  basis  of  coverage  decisions  by  Medicare  and  CHAMPUS. 
Managed  care  plans  and  other  health  care  purchasers  often  rely  upon  these  assessments  for 
their  coverage  decisions  as  well.  Despite  assertions  made  by  some,  there  is  an  inextricable 
linkage  between  technology  assessment  results  and  decisions  of  whether  to  pay  for  a  new 
technology. 

Because  of  the  rigid  nature  of  conventional  assessment  methods,  most  coverage  decisions  that 
stem  from  these  assessments  are  either  up  or  down  —  that  is,  a  technology  is  either 
considered  standard  or  experimental.  The  reality  is  that  a  technology  can  be  both,  or  in 
between,  moving  from  experimental  to  standard  practice  and  back,  as  it  is  further  refined  and 
applied  in  clinical  practice. 

The  ramifications  of  these  restrictive  coverage  policies  for  technology  adoption  cannot  be 
overstated.  Technologies  that  are  deemed  experimental  or  investigational  are  typically 
excluded  from  coverage;  those  that  are  standard  or  accepted  practice  are  generally  eligible 
for  coverage. 

Consistent  with  the  more  innovative  approaches  for  assessing  technology  outlined  above,  the 
Medicare  program  should  also  become  more  innovative  by  abandoning  the  polarities  of 
current  coverage  decision  making  practices.  More  specifically,  we  support  a  system  of 
Medicare  coverage  that  recognizes  the  value  of  continuous  feedback  and  actual  clinical 
experience  for  evaluating  new  and  emerging  medical  technology.  In  keeping  with  this 
approach,  Medicare  beneficiaries  should  have  access  to  medical  devices  that  are  used  in 
controlled  clinical  trials  approved  by  the  Food  and  Drug  Administration. 

Maintaining  Our  Current  Pluralistic  System  of  Technology  Assessment 

HIMA  recommends  that  any  AHCPR  proposal  to  bolster  its  capability  through  funding  of 
outside  technology  assessment  bodies  be  directed  at  moving  away  from  the  more  limited, 
conventional  methods  of  assessment  and  towards  the  more  innovative  approaches  discussed 
previously. 

We  are  unalterably  opposed  to  any  proposal  that  would  replace  our  local,  pluralistic  system 
of  technology  assessment  and  medical  decision  making  by  attempting  to  consolidate 
judgments  about  medical  practice  either  within  the  Agency,  or  through  one  or  a  limited 
number  of  entities  funded  by  public-private  arrangements. 

Local  providers  and  payers  are  increasingly  aggressive  in  assessing  technology  and  making 
decisions  about  its  introduction.  These  plans  know  their  own  circumstances,  they  are  closer 
to  their  own  patients,  and  they  are  more  easily  held  accountable  for  such  decisions  than 
centralized,  consolidated  assessment  entities  could  ever  be.  Moreover,  local  assessment 
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allows  physicians  and  their  patients  to  gain  early  access  to  devices,  permits  on-going 
interaction  and  refinement,  and  feeds  information  about  everyday  device  experience  back  to 
purchasers  and  users. 

While  decisions  about  the  use  of  technology  should  remain  at  the  hands  of  local  providers, 
we  believe  that  any  Federal  efforts  in  this  area  would  be  better  directed  toward  supporting 
local  medical  decision  making  by  using  resources  to  develop  a  centralized  clearinghouse  on 
technology  assessment  information.  This  clearinghouse  could  draw  together  the  results  of 
thousands  of  individual  assessments  that  are  conducted  throughout  the  world  every  year. 
This  information  must  be  collected,  organized,  and  presented  in  plain  language  to  physicians, 
payers,  providers,  and  others.  This  can  be  accomplished  through  high-speed  information 
technology,  including  fax,  electronic  bulletin  boards,  on-line  services,  and  related  methods. 

Many  payers  and  other  parties  have  long  held  the  notion  that  health  care  technology  diffusion 
is  too  rapid  and  uncontrolled  and  that  up-front  centralized  assessment  is  the  only  way  to 
prevent  "unbridled"  diffusion  of  new  medical  products  and  related  services.  For  all  of  the 
reasons  stated  previously,  however,  premature,  national,  centralized  assessment  of 
technology  would  significantly  interrupt,  or  even  halt  the  medical  technology  innovation 
process",  impeding  new  products  well  before  they  have  had  a  chance  to  prove  themselves  or 
for  their  full  potential  to  be  discovered. 

Medical  technology,  when  applied  appropriately  in  patient  care,  can  contribute  significantly 
to  enhancing  the  health  and  productivity  of  patients,  the  delivery  system,  and  society  more 
broadly.  The  key  to  achieving  these  benefits  lies  in  allowing  continued  innovation  and 
diffusion  of  technology  and  relying  on  sound  data  to  guide  its  use  in  medical  care.  As  the 
Committee  considers  the  role  of  the  Federal  government  in  developing  this  information  for 
medical  decision  making,  we  urge  you  to  be  sensitive  to  the  need  for  continued,  timely 
introduction  and  appropriate  use  of  technology. 


STATEMENT  OF  JOSEPH  J.  McNULTY,  DIRECTOR,  HELEN  KELLER 
NATIONAL  CENTER  FOR  DEAF-BLIND  YOUTHS  AND  ADULTS 

Mr.  Chairman  and  Members  of  the  Committee,  I  am  Joseph  J.  McNulty, 
Director  of  the  Helen  Keller  National  Center  (HKNC). 

I  ask  you,  on  behalf  of  tens  of  thousands  of  children,  youth,  and  adults  who 
are  both  deaf  and  blind,  to  recommend  an  appropriation  for  FY  1996  at  a  level  which  will 
enable  HKNC  to  respond  to  the  statutory  requirements  imposed  upon  it  -  a  total  of  $7.5 
million.    This  is  a  very  small  amount  in  Federal  budgetary  terms,  but  it  will  go  a  long  way 
toward  assisting  HKNC  in  enabling  each  deaf-blind  person  to  live  and  work  in  the 
community  of  his  or  her  choice. 

INTRODUCTION 

The  Helen  Keller  National  Center  is  established  by  Federal  statute  and  is 
funded  primarily  through  Federal  appropriations,  and  secondarily  through  State  agency  fee 
payments  and  corporate  and  individual  donations.  Its  mission  is  unique  in  the  Nation  and, 
we  believe,  in  the  world:  HKNC  provides  diagnostic  evaluation,  comprehensive 
rehabilitation,  training,  job  preparation,  and  placement  services  for  individuals  who  are  both 
deaf  and  blind.  HKNC  also  conducts  research  and  provides  a  national  program  of  technical 
assistance  and  training  to  States,  service  agencies,  and  families  of  persons  who  are  deaf- 
blind.  From  its  headquarters  in  Sands  Point,  New  York,  the  Helen  Keller  National  Center 
administers  a  national  network  of  40  affiliate  programs  under  which  agencies  are 
provided  financial  support  and  technical  assistance  by  HKNC  to  serve  individuals  who 
are  deaf-blind  in  their  home  States.  HKNC  is  also  embarking  on  a  major  initiative  to 
establish  a  national  registry  of  deaf-blind  individuals  so  that  services  to  such  individuals 
throughout  the  Nation  can  be  properly  assessed. 
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BACKGROUND 

The  mission  and  responsibilities  of  the  Helen  Keller  National  Center, 
established  by  Congress  in  1967,  have  expanded  over  the  years.  In  1992  the  Helen  Keller 
National  Center  Act  was  extended  and  amended.  Additional  responsibilities  and  added 
costs  were  imposed  on  HKNC.  For  example,  the  Center  is  now  required  to  assist  and  train 
family  members  of  individuals  who  are  deaf-blind.  While  this  will  undoubtedly  result  in 
more  knowledgable  families  and  better  services,  it  has  stretched  HKNC's  resources. 

In  addition,  the  expansion  of  the  definition  of  deaf-blindness  is  expected  to 
open  up  the  rehabilitation  system  and  HKNC's  services  to  a  significant  number  of  new 
clients. 

Congress  also  created  an  endowment  fund  for  HKNC,  providing  for  a  federal 
match  of  money  from  sources  other  than  federal  appropriations.  The  endowment,  therefore, 
could  help  defray  some  of  the  appropriation  burden.  Apart  from  regular  and  preventive 
maintenance,  HKNC's  physical  plant  has  not  been  refurbished  since  its  inception  a  quarter 
century  ago.  Although  national  budget  constraints  probably  would  not  make  feasible  the 
much  needed  modernization  of  HKNC's  facilities,  it  is  imperative  that  sufficient  funds  be 
provided  to  bring  the  HKNC  residential  campus  into  conformity  with  Americans  With 
Disabilities  Act  standards  for  accessibility.  Over  the  past  two  years  Congress  has 
appropriated  funds  for  HKNC  in  the  amounts  requested  in  the  President's  budget; 
unfortunately,  these  amounts  have  not  even  been  sufficient  to  offset  the  costs  of  inflation. 

FEDERAL  SUPPORT 

If  it  is  to  begin  to  be  responsive  to  the  statutory  requirements  imposed  by  the 
1992  amendments  and  maintain  its  current  level  of  services  to  deaf-blind  youths  and  adults, 
HKNC  must  have  adequate  resources.  We  respectfully  request  this  Committee  and  the  new 
Congress  to  accord  HKNC  a  high  priority  for  federal  support,  and  to  appropriate  a  modest 
$7.5  million  to  the  Center  for  the  next  fiscal  year.  Justification  for  the  increase  is  set  forth 
below: 

Family  Training.  Providing  training  and  support  to  families  is  extremely 
effective  in  enabling  them  to  acquire  necessary  services  for  the  deaf-blind  family  member. 
Since  the  family  often  must  serve  as  case  manager,  advocate,  and  primary  care  provider, 
such  training  eliminates  the  cost  of  supporting  habilitation  and  rehabilitation  positions  in  state 
agencies.  Currently  HKNC  supports  parent  organizations  in  25  States  and  Puerto  Rico,  and 
provides  a  vital  communications  link  to  approximately  2,000  parents.  Parent  training, 
transportation  and  coordination  have  often  had  to  be  deferred  because  of  lack  of  funds. 

Increased  Service  Needs.  Four  important  factors  have  merged  to  create 
addtional  pressures  to  expand  HKNC's  services:  1)  There  are  9,000  deaf-blind  children  under 
the  age  of  22  who  will  need  such  services;  2)  the  definition  of  deaf-blindness  was 
expanded  to  include  those  with  progressive  vision  and/or  hearing  loss  leading  to  deaf- 
blindness,  as  well  as  individuals  who  cannot  be  tested  by  traditional  methods,  but  who  are 
functioning  as  deaf-blind;  3)  a  cooperative  agreement  was  recently  executed  by  the 
Rehabilitation  Services  Administration,  Council  of  State  Administrators  of  Vocational 
Rehabilitation,  the  American  Association  of  the  Deaf-Blind,  and  HKNC,  under  which  the 
parties  agreed  to  a  model  state  plan  for  deaf-blind  services.  This  will  result  in  a  statewide 
approach  to  serving  people  who  are  deaf-blind.  4)  If  these  developments  are  to  have  any 
value  or  utility,  HKNC  must  establish  and  maintain  a  national  registry  to  ensure  that  all  deaf- 
blind  Americans  receive  the  services  they  need. 

Endowment  Fund.  The  endowment  authorized  by  the  1992  amendments  to  the 
Helen  Keller  National  Center  Act  has  not  yet  been  initiated,  because  the  Federal  funds 
required  to  trigger  its  establishment  have  not  been  appropriated.  We  urge  the  Committee  to 
include  a  modest  amount  for  this  purpose  in  the  FY  1996  appropriation. 

Affiliate  Network.  HKNC's  network  of  40  State  and  local  affiliate  agencies 
serves  over  3.500  individuals  who  are  deaf-blind  and  is  one  of  the  most  cost-effective 
programs  the  Center  administers.  It  should  be  expanded  so  that  an  additional  200  deaf-blind 
clients  may  be  served  through  at  least  two  new  affiliate  programs. 

Staffing  and  Cost  of  Living  Adjustment.  Because  of  the  severe  limitations 
placed  on  the  Center's  funding  over  the  past  two  years,  key  staff  vacancies  could  not  be 
filled  and  current  services  could  not  be  maintained.  We  urge  the  Congress  to  provide  the 
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support  needed  to  hire  the  highly  trained  professionals  needed  to  train  deaf-blind  students 
one-on-one,  seven  days  a  week,  and  sufficient  funds  to  maintain  services  at  current  levels. 

CONCLUSION 

Deaf-blindness  is  one  of  the  most  severe  of  all  disabilities.  Most  of  us  cannot  conceive  of 
living  and  functioning  in  a  world  without  both  sight  and  hearing.  Yet,  time  and  time  again, 
people  who  are  deaf-blind  have  demonstrated  that,  given  the  proper  training  and  follow-up  ' 
supports,  they  can  live  and  work  in  the  community.  Such  rehabilitation  and  training  is 
extraordinarily  difficult,  time-consuming,  and  labor-intensive.  The  Helen  Keller  National 
Center  is  the  only  organization  in  the  United  States  which  provides,  directly  and  indirectly,  a 
national,  comprehensive  program  of  services  and  training  for  this  relatively  small  population 
of  our  disabled  citizens,  and  it  does  so  with  very  modest  funding  from  this  Committee  and 
the  Congress.  We  respectfully  but  urgently  request  this  Committee  to  continue  its 
recognition  of,  and  support  for,  the  needs  of  individuals  who  are  deaf-blind  and  their 
families.  We  ask  that  Congress  preserve  the  Nation's  modest  but  essential  investment  in  the 
Center  and  the  people  it  serves. 


STATEMENT  OF  THE  HUMANE  SOCIETY  OF  THE  UNITED  STATES 

The  Humane  Society  of  the  United  States  (HSUS)   appreciates  the 
opportunity  to  submit  testimony  on  the  FY96  appropriation  for  the 
National  Institutes  of  Health's  National  Institute  of 
Environmental  Health  Sciences  (NIEHS) .     The  HSUS  is  the  nation's 
largest  animal  protection  organization,  with  over  2.3  million 
members  and  constituents. 

The  HSUS  requests  that  this  committee  support  the  NIEHS 's 
important  work  in  advancing  new  methods  of  safety  testing  that 
are  alternatives  to  traditional  animal-based  experiments. 

Alternative  tests  comprise  the  Three  Rs;  that  is,  they  are 
methods  that  replace  or  reduce  animal  use  in  specific  procedures, 
or  refine  those  procedures  to  minimize  animal  suffering. 
Although  alternative  methods  of  safety  testing  are  defined  with 
reference  to  humane  criteria,  they  have  additional  appeal  to 
industry,  regulatory  agencies,  and  academia  because  they  tend  to 
be  quicker,   less  expensive,  and  more  sophisticated  than 
traditional  procedures. 

However,  until  recently,  there  was  no  entity  within  the  federal 
government  that  could  provide  industry  with  official  guidance  on 
(i)  how  to  evaluate  the  new  test  methods  to  determine  which  ones 
worked  best  for  specific  purposes,  and  (ii)  how  to  conduct  such  a 
"validation"  process  in  order  to  gain  regulatory  approval.  The 
NIEHS  is  now  in  the  process  of  filling  this  void. 

The  NIEHS  has  taken  seriously  its  mandate  on  alternative  methods 
in  the  1993  NIH  Revitalization  Act.     This  Act  states  in  part: 

(a)  There  is  established  within  the  Institute  [NIEHS]  a 
program  for  conducting  applied  research  and  testing 
regarding  toxicology . ...     (b)  In  carrying  out  [this 
program],   the  Director  of  the  Institute  shall   ...  carry  out 
activities — . . . 

(3)  to  develop  and  validate  assays  and  protocols, 
including  alternative  methods  that  can  reduce  or  eliminate 
the  use  of  animals  in  acute  or  chronic  safety  testing; 

(4)  to  establish  criteria  for  the  validation  and 
regulatory  acceptance  of  alternative  testing  and  to 
recommend  a  process  through  which  scientifically  validated 
alternative  methods  can  be  accepted  for  regulatory  use; 

(5)  to  communicate  the  results  of  research  to  government 
agencies,   to  medical,  scientific,  and  regulatory 
communities,  and  to  the  public;  and 
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(6)   to  integrate  related  activities  of  the  Department  of 
Health  and  Human  Services.    (Title  XIII,  §  1301) 

A  coalition  of  representatives  from  private  industry,  academia, 
and  animal  protection  was  instrumental  in  the  incorporation  of 
these  provisions  in  the  NIH  Revitalization  Act.     This  coalition, 
known  as  the  Dialogue  Group,   includes  Procter  &  Gamble,  Tufts 
University,  The  HSUS,   and  many  other  organizations. 

We  commend  the  NIEHS  for  its  recent  initiatives  to  implement  the 
above  provisions  in  the  NIH  Revitalization  Act. 

*  The  NIEHS  has  established  the  Interagency  Coordinating 
Committee  for  the  Validation  of  Alternative  Methods 
(ICCVAM) ,  which  has  representation  from  all  relevant  federal 
regulatory  agencies  and  which  will  provide  industry, 
academia,  and  interest  groups  with  guidance  on  conducting 
validation  programs  and  gaining  regulatory  acceptance  of 
their  new  methods.     ICCVAM  has  begun  collaborations  with  its 
European  counterpart,  the  European  Center  for  the  Validation 
of  Alternative  Methods  (ECVAM) . 

*  The  NIEHS  has  solicited  advice  from  all  interested  parties 
on  how  the  agency  can  best  carry  out  its  congressional 
mandate  on  alternative  methods. 

*  The  NIEHS  has  initiated  a  modest  but  important  funding 
program  ($1.5  million)  to  support  studies  of 
"mechanistically-based  alternative  methods  in  toxicology." 

The  formation  of  ICCVAM  will  allow  the  various  federal  agencies 
involved  in  safety  assessment  to  speak  with  one  voice  when 
addressing  industry's  efforts  to  substitute  the  new  alternative 
methods  for  outdated  and  unsophisticated  animal  tests.  Private 
industry  is  hesitant  to  pursue  alternative  test  methods  to  their 
full  potential  without  the  involvement  and  imprimatur  of  the 
federal  government,  which  regulates  the  safety  of  consumer 
products.     It  is,  therefore,   imperative  that  an  agency  of  the 
federal  government  assume  an  active  and  high  profile  role  in 
alternative  test  development.     The  NIEHS  is  emerging  as  that 
agency  and  The  HSUS  hopes  that  it  will  continue  to  have  the 
resources  to  continue  these  efforts. 

We  recognize  that  the  NIEHS  is  operating  in  a  era  of  budgetary 
constraints  and  competing  priorities.     However,  the  NIEHS ' s  small 
monetary  investment  in  advancing  alternative  methods  will  have  a 
considerable  impact  in  facilitating  the  private  sector's  adoption 
of  more  sophisticated  and  humane  methods  of  safety  testing. 
Moreover,   federal  agencies  themselves  will  also  incorporate  the 
newer  methods  into  their  own  safety  assessment  programs.  The 
NIEHS' s  modest  investment  in  new  technology  now  will  be  quickly 
recouped  given  the  cost-efficiency  of  alternative  methods. 


STATEMENT  OF  ROBERT  W.  DAY,  M.D.,  PRESIDENT  AND  DIRECTOR, 
FRED  HUTCHINSON  CANCER  RESEARCH  CENTER 

The  Fred  Hutchinson  Cancer  Research  (  enter  (FHCRC)  appreciates  the  opportunity  to  present 
public  witness  testimony.  As  a  federally-designated  Comprehensive  Cancer  Center,  founded  in 
1972.  the  FHCRC  supports  three  core  divisions:  (1)  basic  sciences,  (2)  clinical  research,  and 
(3)  public  health  sciences. 

Federally  designated  cancer  centers  establish  an  interactive  research  environment,  allowing  all 
cancer-interested  investigators  to  convene,  share  ideas,  explore  innovative  approaches  to  cancer, 
engage  in  collaborative  research  projects  and  effectively  translate  laboratory  Findings  to  the 
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bedside  and  to  the  community.  The  Center  serves  as  a  pivotal  force  in  the  development  of  new 
basic  science  knowledge  and  the  translation  of  such  new  knowledge  into  multiple  disciplines 
(prevention,  detection,  and  therapy)  of  clinical  cancer  investigation.  It  also  allows  for  the 
exploration  of  novel  clinical  ideas  in  high-priority  diseases  (breast,  ovarian,  cervical,  and 
prostate  cancers,  and  AIDS). 

Our  testimony  today  will  address  three  specific  points: 

(1)  The  importance  of  continued  support  for  basic  research  at  the  National  Cancer  Institute. 

(2)  Indirect  costs  and  their  impact  on  the  conduct  of  research. 

(3)  The  Women's  Health  Initiative. 

SUPPORTING  A  BASIC  SCIENCE  AGENDA 

The  critical  need  for  expanded  federal  support  of  cancer  research  is  best  summarized  by  the 
following  quote  from  the  recent  report.  Cancer  at  a  Crossroads:  A  Report  to  Congress  for  the 
Nation: 

"For  the  first  time  in  cancer  research  history,  we  are  poised  to  make  major  inroads  into  our 
understanding  of  the  multistep  process  of  cancer  onset  and  spread.  TJie  ongoing  revolution 
in  molecular  and  cellular  biology  has  created  unprecedented  opportunities  in  basic  science 
research  for  adwncing  the  fight  against  cancer,  led  to  discovery  of  genetic  finks  to  cancer, 
and  given  rise  to  the  biotechnology  industry.  Tliese  exciting  discoveries  and  the 
opportunities  for  their  application  to  cancer  arc  the  result  of  our  significant  public 
investment  in  untargeted,  basic  biomedical  research.  Inadequate  resources  now  jeopardize 
continued  basic  science  discoveries  and  undermine  the  creativity  and  morale  of  cancer 
researchers.  Failure  to  respond  will  result  in  lost  lives  and  will  endanger  this  country 's 
ability  to  maintain  its  superb  talent  base  and  world  leadership  in  the  creation  of  new  cancer- 
related  knowledge. " 

This  September  1994  report  provides  the  basis  for  continued  optimism  resulting  from  our 
progress  in  the  fight  against  cancer,  but  it  also  paints  a  grim  picture  of  where  we  will  be  unless 
federal  policies  support  a  strong  basic  research  environment  and  infrastructure.  The  report  cites 
the  following  alarming  statistics: 

•  In  five  years,  cancer  will  surpass  heart  disease  as  the  number  one  cause  of  death. 

•  One  in  three  people  in  this  country  will  he  diagnosed  with  cancer,  and  one  in  five  will  die 
from  it. 

•  Every  minute,  another  person  in  the  United  States  dies  of  cancer. 

•  In  1994.  1.2  million  new  cancer  cases  were  added  to  the  more  than  eight  million  people  in 
this  country  alive  today  who  have  already  been  diagnosed. 

•  The  estimated  annual  cost  of  cancer  to  the  United  States  approached  $100  billion  in  1990. 

This  report  makes  numerous  recommendations  to  the  Congress  for  strengthening  our  nation's 
commitment  to  finding  new  treatments,  and  eventually  a  cure,  for  cancer. 

This  Subcommittee  has  been  a  leader  in  providing  much-needed  federal  support  for  cancer 
research  and  basic  biomedical  research  at  NIH's  other  institutes.  For  this  strong  leadership  we 
are  extremely  grateful,  and  urge  you  to  continue  that  leadership  by  impressing  upon  your 
colleagues  in  the  Congress  the  critical  importance  of  increasing  funding  at  the  NIH.  There  is 
no  better  example  of  what  the  Federal  government  can  do,  and  do  well,  than  its  long  standing 
tradition  in  support  of  life  sciences  research  at  the  NIH.  The  primary  goal  of  this  funding  is  to 
obtain  cures  for  cancer  and  other  deadly  diseases,  but  there  are  many  additional  benefits  of  this 
funding  as  well.  Permit  us  to  review  a  sample  of  these  additional  benefits. 

•  Health  Care  Savings.  In  a  recent  report,  the  NIH  estimated  that  approximately  $800  million 
invested  in  NIH-supported  clinical  and  applied  research  had  potential  to  realize  a  one-year 
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savings  of  between  $5.2  billion  anil  $6.7  billion  based  upon  1989  prices.  This  translates  into 
a  $6.50  to  $8.40  annual  return  on  each  dollar  invested  in  such  research-a  remarkable  600 
to  800  percent  return  on  investment.  For  example: 

A  total  NCI  investment  of  $71  million  for  testicular  cancer  from  1970  to  1987  led  to  the 
development  of  an  effective  treatment  protocol,  leading  to  a  cure  rate  of  60-65  percent  and 
an  estimated  annual  savings  between  $130  and  $178  million. 

NCI  funded  research  investment  of  $13  million  led  to  the  development  of  adjuvant  therapy 
for  Duke's  C  colon  cancer,  reducing  mortality  by  one-third  and  leading  to  an  annual  savings 
of  $I61-$2I5  million. 

A  $143  million  investment  by  the  National  Cancer  Institute  in  the  development  of  a  two- 
stage  diagnosis-treatment  of  breast  cancer  has  led  to  annual  savings  of  $263-$526  million. 

•  Economic  Competitiveness.  The  Bayh-Dole  Act  of  1980  and  the  Federal  Technology 
Transfer  Act  of  1986  were  enacted  to  stimulate  partnerships  with  the  private  sector,  to 
encourage  technological  innovat  ion,  to  increase  translation  of  federal  I y-sponsored  research 
and  to  heighten  our  international  competitiveness.  As  a  result  of  these  Acts,  applications  for 
patents  on  NIH  research  has  increased  by  300%.  from  890  to  2.600  over  the  past  decade. 

The  U.S.  leads  the  world  in  pharmaceutical  and  biotechnology  patents.  In  1990.  67%  of 
patents  issued  were  to  U.S.  firms:  15%  to  the  European  Community:  and  13%  to  Japan. 
U.S.  firms  hold  82%  of  the  genetic  engineering  health  care  patents. 

•  Biotechnology.  Approximately  84%  of  the  federal  government's  investment  in  biotechnology 
is  in  the  NIH  budget.  The  result  has  been  $6  billion  in  product  sales  of  biotechnology  in 
1994  —  a  35  percent  increase  over  the  preceding  year.  The  Department  of  Commerce  has 
estimated  that  biotechnology  will  be  a  $50  billion  industry  by  the  year  2000.  The  number 
of  biotechnology  patents  is  increasing  15  percent  annually. 

Biotechnology  firms  employ  over  80,000  people  and  support  over  200  supply  firms  in  the 
U.S  alone.  These  firms  have  been  responsible  for  bringing  over  20  biotechnology 
therapeutics  and  600  diagnostic  products  to  the  marketplace.  Their  evolution  can  be  directly 
linked  to  basic  research  supported  by  the  NIH. 

At  the  Fred  Hutchinson  Cancer  Research  Center's  laboratories  alone,  research  discoveries 
have  led  to  the  establishment  of  1 1  new  biotechnology  companies  in  the  Pacific  Northwest. 

•  Jobs.  NIH  invests  in  the  work  of  over  50,000  scientists  across  the  country.  These  jobs  form 
an  important  funding  base,  serve  as  a  source  of  high  technology  employment,  enhance 
academic  institutions  and  enrich  the  quality  of  regional  medical  care  through  a  nationwide 
network  of  internationally  renowned  academic  health  centers. 

Other  employment  opportunities  created  by  NIH-supported  research  include  support  firms, 
supply  firms,  animal  handlers,  and  clerical  and  administrative  opportunities. 

In  the  biotechnology  industry,  a  Bank  of  Boston  study  reported  the  following: 

•  for  each  $1 .00  of  biotechnology  research.  $.70  of  wages  and  salaries  are  generated. 

•  for  each  $1  million  of  biotechnology  research  in  Massachusetts.  25.5  jobs  are  created. 

•  salaries  for  biotechnology  companies  average  $3 1 .700  per  employee. 

These  are  just  a  few  of  the  many  benefits  our  society  has  reaped  through  our  commitment  to 
biomedical  research.  But  there  are  several  signs  these  benefits  and  our  world  leadership  in 
science  is  eroding.  The  percentage  of  GNP  invested  in  civilian  research  and  development  by 
the  U.S.  is  lagging  relative  to  other  industrialized  nations,  in  particular  Japan,  Germany  and 
France.  Nondefense  R&D  as  a  percentage  of  GNP  in  Japan  rose  from  about  2  percent  in  1977 
to  3  percent  in  1987,  while  the  U.S.  percent  remained  consistent  at  1.5  percent. 

Between  1983-1990,  U.S.  patents  issued  to  foreign-owned  companies  increased  by  an  average 
of  8.6  percent  per  year;  the  rate  for  U.S.  companies  was  5.3  percent. 
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During  the  decade  from  1950  to  1959,  70  percent  of  the  Nobel  Prizes  were  awarded  to 
Americans.  In  contrast,  from  1980-1989.  57  percent  of  the  Nobel  Prizes  were  awarded  to 
Americans. 

The  U.S.  Department  of  Commerce's  Technology  Administration  indicated  in  its  1991  report 
Emerging  Technologies:  A  Survey  of  Technical  and  Economic  Opportunities,  that  the  U.S.  could 
lose  its  lead  in  biotechnology  to  Japan  by  the  year  2000  if  we  do  not  keep  pace  with  strategic 
actions  and  research  investments. 

Mr.  Chairman,  investing  in  NIH  and  NCI  is  an  investment  in  the  economy  and  the  health  of  this 
nation.  The  investment  priorities  of  this  country  should  produce  significant  benefit  by  improving 
our  economic  base,  increasing  our  technological  capabilities  and  protecting  precious  resources. 
There  is  no  better  example  of  these  principles  than  the  research  programs  funded  by  the  NIH. 

Funding  Recommendation 

Given  the  tremendous  investment  potential  of  the  NIH  and  NCI,  we  are  disappointed  with  the 
President's  Budget  Request.  For  1996,  the  Administration  requests  a  3.9  increase  for  NCI, 
slightly  below  the  4. 1  increase  for  all  of  NIH.  We  are  especially  dismayed  by  the  President's 
proposal  to  cut  NIH  by  $1  billion  or  more  than  9%  by  the  year  2000,  when  compared  to 
the  1996  recommendation.  The  FHCRC  recognizes  the  need  to  improve  the  nation's  fiscal 
solvency  by  reducing  the  federal  deficit,  and  we  understand  that  all  federal  funding  must  be 
closely  scrutinized  and  evaluated  to  ensure  our  tax  dollars  are  being  spent  wisely.  As  noted 
above,  in  addition  to  the  obvious  need  to  do  all  we  can  to  find  a  cure  for  this  deadly  disease, 
cancer  research  has  traditionally  demonstrated  very  impressive  cost-benefits  amounting  to  billions 
of  dollars  in  Medicare,  Medicaid,  and  other  health  care  savings. 

It  is  crucial  to  provide  support  for  the  principle  of  parity  in  cancer  research.  Since  1980,  when 
adjusted  for  inflation,  funding  for  the  NIH  has  increased  by  15  percent,  compared  to  a  one 
percent  increase  for  the  NCI.  We  understand  that  parity  is  not  going  to  happen  overnight.  We 
support  the  National  Coalition  for  Cancer  Research  (NCCR)  request  of  a  ten  percent  increase 
in  funding  for  NCI  in  FY  1996  as  a  first  significant  step  towards  parity  with  the  rest  of  the  NIH. 

INDIRECT  COSTS 

There  have  been  a  variety  of  legislative  and  administrative  proposals  to  create  "savings"  in 
indirect  costs,  including  an  across-the-board  cap  on  the  facilities  component,  and  an  across-the- 
board  percentage  reduction  or  freeze  on  total  indirect  costs  recovery.  These  proposals  would 
cripple  the  very  institutions  that  have  invested  in  the  facilities  that  produce  some  of  America's 
most  significant  research  and  contribute  to  the  nation's  competitiveness. 

Institutions  with  major  research  activity  and  new  facilities,  and  therefore  relatively  high  total 
indirect  cost  rates  resulting  from  their  capital  investment,  would  be  most  affected.  The  very 
institutions  that  responded  to  explicit  federal  policy  in  1982  that  encouraged  investment  in 
research  facilities,  and  now  bear  new  fixed  costs,  would  be  the  ones  denied  reimbursement. 
They  unquestionably  would  be  devastated  financially  and  irreparably  impaired  in  their  ability  to 
perform  federal  research. 

Both  direct  and  indirect  costs  are  real  and  necessary  expenses  associated  with  the  conduct  of 
research.  Direct  costs  are  specific  to  the  work  performed.  These  include  salaries  of 
investigators  and  support  staff,  supplies  and  some  small  equipment  items,  travel,  consultants  and 
other  very  specific  items  necessary  to  do  the  research. 

The  other  component  of  costs,  the  overhead,  or  what  is  termed  "indirect  costs"  may  be  viewed 
as  three  parts:  (1)  services  in  support  of  research,  (2)  operations  in  support  of  research,  and  (3) 
Scientific  plant.  The  first  two,  services  and  operations  in  support  of  research,  although  termed 
indirect,  are  indeed  as  essential  to  the  conduct  of  research  as  are  "direct"  costs.  Service  items 
include  purchasing,  storage,  grant  accounting,  central  office  personnel,  regulatory  compliance, 
etc.  Operations  items  include  utilities,  maintenance  and  housekeeping,  library,  security, 
transportation,  and  daily  costs  of  operating  the  facilities. 
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The  third  component  of  current  "indirect  costs"  is  the  physical  plant  in  which  the  work  is 
conducted.  These  scientific  plant  costs  may  indeed  constitute  an  "indirect"  or  "overhead"  cost 
in  the  more  traditional  use  of  these  terms.  These  costs  include  interest  and  depreciation  expenses 
for  buildings,  equipment,  and  leases.  The  time  horizon  of  these  costs  is  greater  than  that 
budgeted  for  research  projects.  Importantly,  this  support  allows  updating  of  plant  and  equipment 
so  that  the  aggregate  research  activity  of  the  country  may  remain  competitive  and  at  first  rank 
scientifically.  These  investments  have  significant  implications  for  our  nation's  long  term 
competitiveness  and  excellence  in  science. 

The  Hutchinson  Center  operates  on  the  indirect  costs  collected  in  conjunction  with  every  major 
grant  and  contract  research  activity.  Any  reduction  in  indirect  cost  reimbursement  would  have 
a  serious  impact  on  our  ability  to  function  and  to  continue  repayment  of  long  term  debt  and 
leases.  We  ask  the  Subcommittee  to  carefully  consider  any  proposals  for  altering  the  current 
guidelines  for  reimbursements  essential  to  the  conduct  of  research.  Arbitrary  reductions  would 
have  a  chilling  effect  on  the  scientific  enterprise  in  this  country. 


WOMEN'S  HEAL  TH  INITIA  TIVE 

In  1993,  the  FHCRC  was  selected  as  the  Coordinating  Center  for  the  Women's  Health  Initiative 
as  well  as  one  of  the  currently  active  Clinical  Centers  for  the  WHI  Clinical  Trial  and 
Observational  Study.  This  initiative  will  be  the  largest  coordinated  study  of  women's  health 
issues  ever  undertaken. 

A  total  of  63,000  women  in  the  age  range  50-79  will  participate  in  this  study.  The  WHI  Clinical 
Trial  builds  on  decades  or  more  of  pilot  and  feasibility  studies.  Last  year,  the  WHI  Clinical 
Trial  and  Observation  Study  was  reviewed  by  a  Committee  operating  under  the  auspices  of  the 
Institute  of  Medicine.  These  recommendations  have  encouraged  a  careful  rethinking  of  Clinical 
Trial  objectives,  and  have  increased  the  resolve  of  all  connected  to  the  WHI  program  to  conduct 
these  important  studies  within  the  designated  budget. 

We  and  other  WHI  investigators  appreciate  Congressional  support  to  date  for  the  NIH's 
Women's  Health  Initiative,  and  respectfully  request  continued  commitment  to  this  critical  public 
health  research  program. 


CONCLUDING  REMARKS 

We  urge  the  Committee  to  view  NIH  and  NCI  as  an  investment  priority.  Never  before  has  there 
been  a  time  with  so  much  scientific  opportunity.  We  hope  that  this  Committee  will  continue  its 
strong  tradition  of  doing  all  that  it  can  to  enable  that  potential  to  be  realized.  We  recognize  the 
need  to  improve  the  country's  overall  fiscal  solvency  by  reducing  the  federal  deficit  and  we 
understand  that  all  federal  funding  must  be  closely  scrutinized  and  evaluated  to  ensure  our  tax 
dollars  are  being  spent  wisely.  With  that  in  mind,  we  believe  it  is  crucial  to  provide,  at  a 
minimum,  modest  increases  in  federal  funding  for  cancer  research.  We  support  the  National 
Coalition  for  Cancer  Research  (NCCR)  request  of  at  least  a  ten  percent  increase  in  funding  for 
the  NCI  as  a  first  significant  step  towards  parity  with  the  rest  of  the  NIH. 


STATEMENT  OF  ROBERT  H.  LeBOW,  M.D.,  PRESIDENT,  IDAHO  RURAL 
HEALTH  COALITION 

The  Idaho  Rural.  Health  Coalition  (IRHC)  has  serious  concerns  over 
proposed  drastic  cuts  in  federal  funding  for  rural  health,  cuts 
that  we  feel  will  adversely  affect  rural  health  in  Idaho. 
Specifically,  we  are  appalled  in  the  sizes  of  cuts  proposed  in 
funding  for  programs  which  support  rural  health  initiatives  in 
predominantly  rural  states  like  Idaho:  cuts  that  would  essentially 
eliminate  federal  support  for  the  State  Offices  of  Rural  Health, 
Trauma  Care,  Rural  Health  Outreach,  Rural  Hospital  Transition 
Grants,  and  Essential  Access  Community  Hospital  Grants. 
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We  are  also  concerned  over  the  negative  effect  on  rural  health  that 
proposed  lesser  cuts  would  have  on  the  National  Health  Service 
Corps  and  on  Rural  Health  Research  activities. 

In  these  days  of  the  rapid  expansion  of  managed  care,  rural  health 
is  extremely  vulnerable  to  negative  market  forces.  Federal 
programs  such  as  support  for  the  state  Offices  of  Rural  Health  and 
the  Rural  Hospital  Transition  Grants  help  to  strengthen  rural 
health  networks  and  make  health  care  more  accessible  to  rural 
populations.  Our  rural  communities  are  in  danger  of  losing  their 
access  to  health  care.  Cutting  these  federal  programs  will  only 
make  the  situation  worse. 

We  know  in  Idaho  that,  if  federal  funding  for  the  Offices  of  Rural 
Health  is  cut  off  entirely  (as  proposed),  activities  of  that  office 
will  be  severely  curtailed  in  Idaho. 

The  proposed  near  elimination  of  Rural  Hospital  Transition  Grants 
will  also  severely  restrict  the  efforts  to  survive  of  several 
hospitals  in  small  rural  communities  across  Idaho.  These  affected 
hospitals  include: 

Bingham  Memorial  Hospital  in  Blackfoot 
Gritman  Medical  Center  in  Moscow 
Council  Community  Hospital  in  Council 
St.  Mary's  Hospital  in  Cottonwood 
Lost  River  District  Hospital  in  Arco 
Franklin  County  Medical  Center  in  Preston 
Wood  River  Medical  Center  in  Hailey 

Also  affected  by  the  proposed  cuts  would  be  a  pilot  telemedicine 
project  in  Driggs,  Idaho,  and  programs  in  Coeur  D'Alene  and  Preston 
which  are  using  Rural  Outreach  Grants  to  bring  improved  health 
services  to  rural  areas. 

The  Idaho  Rural  Health  Coalition  urges  you  to  preserve  these 
programs  which  are  being  effectively  used  in  Idaho  to  help  maintain 
and  improve  access  to  care  for  our  rural  population.  As  you  can 
appreciate,  access  to  care  for  rural  populations  is  endangered 
under  the  current  "market  conditions"  in  health  care.  If  we  don't 
give  some  help  to  "maintain  a  level  playing  field,"  we  will  see  a 
decline  in  access  to  care  in  rural  communities,  with  an 
accompanying  decline  in  health  status  for  our  rural  people. 


STATEMENT  OF  CRAIG  B.  LANGMAN,  M.D.,  ON  BEHALF  OF  THE 
INTERSOCIETY  COUNCIL  FOR  RESEARCH  OF  KIDNEY  AND  URI- 
NARY TRACT 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Craig  B.  Langman, 
M.D.,  the  Secretary  of  the  InterSociety  Council  for  Research  of  Kidney  and  Urinary 
Tract,  and  Professor  of  Pediatrics,  Northwestern  University.  The  Council  is  made 
up  of  twelve  societies,  associations  or  foundations  deeply  interested  in  the  broad 
field  of  kidney  and  urologic  diseases  and  their  prevention.  Together,  the  members 
of  the  Council  represent  over  15,000  lay  and  professional  individuals.  I  will  once 
again  today  seek  your  help  in  resolving  deeply  troubling  issues  to  the  support  of 
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research  into  disorders  which  affect  a  large  and  growing  number  of  American 
citizens. 

While  Congress  has  been  in  the  past  generous  and  supportive,  with  each 
passing  year  the  rising  costs  of  performing  scientific  research  and  the  rapidly 
expanding  opportunities  to  probe  more  deeply  into  fundamental  roots  of  disease 
has  led  to  a  growing  gap  between  available  funds  and  meritorious  research 
proposals.  Indeed,  this  gap  continues  to  widen  and  has  now  reached  a  critical 
level.  Much  emphasis  is  being  placed  appropriately  on  the  high  cost  of  medical 
care  in  our  country.  Patients  with  kidney  and  urologic  diseases  account  for  over 
$80  billion  of  annual  health  care  costs.  A  considerable  portion  of  these  expenses 
can  be  attributed  to  conditions  for  which  there  has  been  not  basic  research 
conducted  to  discover  more  effective  treatment,  or  better  still,  a  means  of 
prevention.  The  greatest  potential  for  reducing  these  costs  will  be  found  in 
identifying  basic  mechanisms  responsible  for  the  disease  and  devising  better 
strategies  for  treatment.  It  is  rare  in  medical  history  when  a  committee  has  found 
a  cure  for  a  disease.  Rather,  it  has  been  almost  exclusively  the  innovative  ideas  of 
individual  investigators  which  have  solved  these  problems.  My  testimony  today 
will  focus  on  those  areas  which  hold  the  greatest  promise  for  benefit  to  humanity 
and  which  are  in  most  urgent  need  of  being  addressed  in  a  specific  way.  Several 
areas  seem  to  the  Council  to  be  ripe  for  major  progress  or  to  represent  areas  of 
dangerous  ignorance. 

This  year  I  request  that  all  new  funds  for  kidney  and  urologic  research  at  the 
National  Institute  of  Diabetes,  Digestive  and  Kidney  Diseases,  and  the  National 
Institute  of  Allergy  and  Infectious  Diseases,  be  dedicated  entirely  to  individual- 
initiated  research  by  principal  investigators  through  the  RO-1  support  mechanism  of 
grants.  The  InterSociety  Council  is  well  aware  of  the  importance  of  clinical  trial 
support  and  contracts,  but  with  unanimity  of  opinion  feels  that  the  highest  priority 
in  these  tough  budget  times  has  to  be  directed  at  RO-1s.  There  is  a  widespread 
profound  concern  in  the  kidney  and  urology  community  that  we  may  lose  a  whole 
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generation  of  promising  investigators  unless  additional  funds  are  made  available  for 
R0-1s  and  fuller  funding  of  existing  Centers.  Our  concern  goes  to  the  alarming 
decrease  in  support  for  new  and  competing  grants.  This  estimated  decrease  in  this 
category  for  FY96  is  estimated  to  be  as  much  as  30%. 

Mr.  Chairman,  the  areas  we  think  hold  the  greatest  research  promise  for 
individual  investigation  are  as  follows: 

Nearly  80%  of  all  patients  on  chronic  dialysis  have  kidney-related  disorders 
which  arise  from  genetic  or  developmental  defects  in  the  kidney,  and  therefore, 
present  at  birth  or  acquired  during  childhood  or  adolescence.  Such  diseases  include 
cystic  kidney  disease,  obstructive  uropathy,and  glomerulonephritis.  Even  some  of 
the  more  common  diseases  which  cause  kidney  failure,  such  as  diabetes  mellitus 
and  hypertension,  may  arise  form  a  genetic  defect  involving  the  kidney.  The  past 
year  has  seen  the  emergence  of  at  least  one  gene  for  another  important  hereditary 
kidney  disease,  polycystic  kidney  disease  of  the  adult  type.  Thus,  developmental 
and  hereditary  renal  diseases  loom  large  on  the  horizon  since  we  are  so 
tantalizingly  close  to  understanding  in  molecular  detail  the  true  mechanisms  of 
disease.  If  these  early  advances  can  be  translated  into  new  approaches  for  early 
identification  and  genetic  manipulation,  we  will  be  able  to  join  our  colleagues 
studying  such  diseases  as  cystic  fibrosis  and  immune  deficiency  disorders  in  paving 
the  way  into  the  new  frontier  of  therapeutic  genetics  for  kidney  disease. 

Prostatic  diseases,  including  benign  prostatic  hypertrophy  and  prostatic 
cancer,  are  rapidly  expanding  scourges  in  part  because  of  better  and  more  widely 
applied  methods  of  detection.  In  1994  more  than  half  a  million  men  were  treated 
for  BPH;  this  year  nearly  a  quarter  million  new  cases  of  prostate  cancer  will  be 
found.  For  example,  last  year  over  350,000  operations  were  performed  for  benign 
prostatic  hypertrophy.  Prostatic  cancer  has  become  the  leading  malignant  disease 
among  men  and  is  more  common  among  African  Americans.  We  believe  that  we 
must  advance  the  understanding  of  the  causes  and  treatment  of  these  disorders  by 
following  the  important  leads  that  have  recently  been  opened.  For  years  the  NIH 
has  agreed  that  prostate  growth  research  is  under-funded,  but  hasn't  had  a 
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mandate  from  Congress  to  fix  the  problem.  With  the  recent  discovery  of  a  unique 
gene  defect  in  over  95%  of  prostate  cancers,  we  can  now  focus  our  research  with 
your  help. 

Urinary  incontinence  is  a  devastating  condition  affecting  over  12  million 
Americans  and  disproportionately  striking  women  of  all  ages  and  the  elderly.  The 
cost  of  incontinence  care  is  $8  billion  a  year  while  new. research  is  funded  at  less 
than  $1  million  annually.  We  must  have  congressional  direction  to  resolve  this 

discrepancy! 

The  short-  and  long-term  outcome  of  patients  undergoing  treatment  by 
transplantation  is  a  vexing  problem.  We  are  humbled  by  the  fact  that  kidney  graft 
survival  beyond  one-year  has  not  changed  substantially  over  the  last  decade. 
Acute  rejection  remains  a  major  problem  faced  by  all  transplant  patients, and  is 
especially  acute  in  children,  who  reject  a  transplanted  kidney  more  often  and  more 
vigorously  than  do  adults.  We  need  to  understand  the  basis  of  acute  rejections  d 
we  must  have  better  tools  for  the  early  detection  and  treatment  of  this  disease, 
with  more  scientific  approaches  needed  for  patient  management.  Despite  recent 
advances  in  the  management  of  acute  rejection,  little  strides  have  been  rendered  in 
the  area  of  chronic  rejection.  Improved  understanding  of  the  mechanism  of  chronic 
rejection  and  the  use  of  therapeutic  approaches  are  also  sorely  needed,  the 
magnitude  of  Federal,  State, and  personal  expenditures  in  this  area  demand  that  we 
do  everything  possible  to  assure  the  optimum  outcome  of  our  effort. 

Finally,  if  we  truly  believe  that  the  powerful  therapeutics  emerging  form  the 
laboratories  of  molecular  and  cell  biology  studying  the  pathogenesis  of  chronic 
kidney  and  prostatic  diseases  will  have  an  impact,  we  must  invest  funds  to  ensure 
that  we  develop  the  tools  to  detect  these  devastating  diseases  at  an  early  stage, 
lest  we  sacrifice  effectiveness  because  of  tardy  application  of  disease  modifying 
agents. 

Thank  you  for  the  opportunity  to  present  today  our  recommendation  for 
funding  at  the  National  Institute  of  Diabetes,  Digestive,  and  Kidney  Diseases,  the 
National  Cancer  Institute  and  the  National  Institute  of  Allergy  and  Infectious  Diseases. 
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STATEMENT  OF  THE  INTERSTATE  CONFERENCE  OF  EMPLOYMENT 
SECURITY  AGENCIES,  INC.,  [ICESA] 

The  Interstate  Conference  of  Employment  Security  Agencies  (ICESA)  appreciates 
the  opportunity  to  submit  testimony  on  Fiscal  Year  1996  appropriations.   ICESA  is 
the  national  organization  of  state  officials  who  administer  the  nation's  public 
Employment  Service,  unemployment  insurance  laws,  labor  market  information 
programs  and,  in  many  states,  job  training  programs. 

OVERVIEW 

ICESA  understands  the  budget  constraints  that  this  committee  faces.  We  ask  for 
the  authority  to  use  more  effectively  the  funds  that  you  invest  in  the  programs  we 
administer. 

■  ICESA  asks  the  committee  to  recognize  the  Employment  Security  System's 
potential  as  the  logical  and  appropriate  infrastructure  for  one-stop  career  centers. 

■  The  FY  1995  Appropriations  Act  permits  states  to  use  Employment  Service  and 
unemployment  insurance  funds  to  support  automation  that  integrates 
reemployment  and  unemployment  benefits  services.  To  permit  states  to  move 
further  toward  "seamless  service"  for  our  customers  --  jobseekers  and  employers 
--  ICESA  urges  the  subcommittee  to  expand  last  year's  language  to  permit  full 
unemployment  insurance  and  Employment  Service  administrative  resource 
pooling. 

■  Recognizing  that  sound  and  accessible  labor  market  information  is  crucial  to  the 
career  decisions  of  workers,  economic  decisions  of  businesses,  and  policy 
decisions  of  public  officials,  ICESA  recommends  an  investment  in  building  an 
integrated  national  labor  market  information  system. 

UNEMPLOYMENT  TRUST  FUND 

Appropriations  for  administration  of  unemployment  insurance  programs,  the 
Employment  Service  and  certain  veterans  employment  programs  come  from  the 
Unemployment  Trust  Fund  (UTF).  The  UTF,  like  the  Social  Security  Trust  Fund,  is 
made  up  of  dedicated  revenues  from  payroll  taxes.  ICESA  understands  that,  while 
trust  fund  balances  are  sufficient  to  fully  fund  the  operation  of  these  programs, 
federal  budget  rules,  which  ignore  the  dedicated  nature  of  the  UTF,  place 
substantial  constraints  on  this  subcommittee.  Still,  it  is  important  to  remember  the 
bargain  that  was  struck  when  the  federal  government  imposed  the  FUTA  tax  on 
business:  you  pay  the  tax  and  we  will  maintain  an  effective  system  of  unemployment 
benefits  and  employment  (labor  exchange)  services  for  jobseekers  and  employers. 

UNEMPLOYMENT  INSURANCE  --  EMPLOYMENT  SERVICE  -  LABOR  MARKET 
INFORMATION  LINKAGE 

A  great  deal  of  discussion  about  reinventing  the  nation's  "unemployment"  system 
has  focused  on  worker  training/retraining  programs.  State  employment  security 
agencies  see  considerable  merit  in  linking  unemployment,  employment,  and  training 
programs  to  create  a  comprehensive  workforce  development  system.  However,  the 
many  workers  who  go  through  periods  of  temporary  unemployment  and  return  to 
their  previous  job  or  a  similar  one  without  retraining  should  not  be  forgotten. 

In  FY  1994  alone,  the  Employment  Security  System  provided  an  estimated  8.4 
million  unemployed  workers  with  unemployment  checks  totalling  over  $27  billion. 
The  average  unemployed  worker  received  benefits  for  just  over  15  weeks.  More 
than  1 1 .6  million  jobseekers  received  job  search  assistance  from  the  Employment 
Service  last  year,  and  over  3.3  million  were  referred  to  jobs. 
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The  basic  a  infrastructure  for  a  comprehensive  reemployment  system  already  exists 
in  over  1800  Employment  Service/Job  Service  offices  all  around  the  country.  In 
these  community-based  offices,  customers  now  receive  unemployment  insurance 
benefits,  job  search  assistance  through  the  Employment  Service,  labor  market 
information,  and  in  many  cases,  referral  to  job  training,  skills  development,  and 
support  services.  Studies  continue  to  verify  that  job  search  assistance  is  the  single 
most  effective  service  for  unemployed  and  dislocated  workers.   Many  states  have 
been  implementing  one-stop  centers  for  years.  The  federal  and  state  governments 
should  build  upon  this  foundation  by  investing  in  the  Employment  Security  System. 

Funds  requested  by  the  Administration  and  provided  by  Congress  to  advance  the 
one-stop  concept  have  increased  the  capability  to  deliver  workforce  and  employment 
services  in  an  effective  and  efficient  way  in  those  states  that  have  received  grants. 
We  need  to  continue  this  investment  and  ICESA  recommends  that  the 
subcommittee  include  the  $200  million  requested  in  the  President's  budget  for  this 
effort. 

BOTTOM  LINE  FUNDING  AUTHORITY 

One  of  the  most  frustrating  aspects  of  the  current  system  -  for  both  our  customers 
and  for  us  as  administrators  -  is  a  lack  of  "bottom  line"  funding  authority.  States 
receive  federal  funds  to  administer  the  Employment  Service,  unemployment 
insurance,  Job  Training  Partnership  Act,  the  Bureau  of  Labor  Statistics  cooperative 
labor  market  information  programs,  and  other  federal  employment  and  training 
programs  as  separate  grants.  These  funds  may  be  used  only  for  the  specific 
purposes  permitted  by  the  appropriation  authority,  and  require  the  use  of  time 
reporting  and  cumbersome  accounting  techniques. 

To  illustrate,  under  the  current  scheme,  helping  an  unemployment  benefits  recipient 
find  a  job  is  not  considered  a  legitimate  use  of  unemployment  insurance  funds. 

These  accounting/reporting  requirements  are  problematic  in  a  "one-stop"  setting,  in 
which  a  single  staff  person,  in  a  single  interaction  with  one  customer,  may  do  intake 
or  other  activities  for  more  than  one  program.  Staff  must  record  the  amount  of  time 
they  spend  on  each  program,  which  is  burdensome  and  inefficient. 

The  separate  funding  streams  also  mean  that  states  cannot  achieve  program 
efficiencies  such  as  enclosing  information  about  services  for  dislocated  workers  with 
unemployment  checks,  even  if  there  is  no  additional  postage  cost.  Under  federal 
regulations,  JTPA  Title  III  funds  would  have  to  share  in  the  cost  of  the  mailing. 
States  have  also  been  prohibited  from  using  computer  terminals  which  were 
purchased  with  Ul  funds  to  access  the  Employment  Service  system  even  though 
such  access  might  be  on  behalf  of  an  unemployment  insurance  claimant. 

There  is  a  growing  consensus  that  states  could  more  effectively  and  efficiently  serve 
their  customers  and  manage  these  programs  if  flexibility  existed  in  fund  use  and 
management.   Bottom  line  authority  exists,  to  some  degree,  with  each  program. 
The  extension  of  bottom  line  authority  between  programs  would  require  a 
modification  in  the  appropriation  of  funds  for  these  programs. 

FY  1995  Appropriations  Act  includes  language  which  allows  States  to  use 
unemployment  insurance  and  Employment  Service  funds  for  integrated  employment 
and  unemployment  insurance  automation  efforts.  As  a  result,  now  equipment 
purchased  with  program  funds  for  Ul  or  ES  can  be  used  for  both  programs.  On 
behalf  of  all  of  the  states,  ICESA  thanks  the  subcommittee  for  taking  this  step 
toward  "seamless  service"  for  our  customers  -  jobseekers  and  employers  --  and 
urges  the  subcommittee  to  expand  last  year's  language  to  permit  full  unemployment 
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insurance  and  Employment  Service  administrative  resource  pooling  for  integrated 
UI-ES  services. 

LABOR  MARKET  INFORMATION 

In  all  the  debate  surrounding  reemployment  and  job  training  issues,  there  is  clear 
consensus  that  accurate  and  timely  labor  market  information  is  vital  for  economic 
planning  and  development,  monetary  policy  making,  and  financial  decision  making 
by  both  government  and  business.  Labor  market  information  is  also  necessary  for 
the  equitable  and  efficient  allocation  of  resgurces,  program  monitoring  and 
performance  measurement.  Billions  of  dollars  will  be  misallocated  if  this  information 
system  is  inadequate. 

Most  of  the  nation's  labor  market  information  is  produced  by  state  employment 
security  agencies  in  cooperation  with  the  Bureau  of  Labor  Statistics  (BLS)  and  other 
federal  agencies.  However,  funding  to  support  the  production  of  labor  market 
information  is  piecemeal  and  inadequate.  Frequently,  legislation  requires  state  and 
area  level  information  but  provides  few  if  any  funds  to  collect  and  analyze  such  data. 

For  example,  the  Employment  and  Training  Administration  (ETA)  has  not  defined  an 
information  policy  consistent  with  the  legislative  requirements  of  the  Job  Training 
Partnership  Act  (JTPA).  State  agencies  must  constantly  seek  funding  for  specific 
information  products  from  other  agencies,  which  results  in  a  lack  of  consistency  and 
comprehensiveness. 

Rather  than  reinvent  the  wheel,  ICESA  encourages  the  Congress  to  invest  in  the 
existifg  system  and  adequately  fund  the  state  employment  security  agencies  to 
produce  world-class  labor  market  information. 

EMPLOYMENT  SERVICE 

The  President's  Budget  reduces  Employment  Service  funds  by  $40  million.  To 
ensure  that  the  Employment  Service  can  continue  to  provide  basic  labor  exchange 
services  to  jobseekers  and  employers,  the  states  request,  at  a  minimum, 
maintaining  FY  1995  funding  levels  of  $845.9  million  for  Employment  Service  state 
allotments. 

UNEMPLOYMENT  INSURANCE 

ICESA  supports  the  workload  basis  for  unemployment  insurance  funding,  but  urges 
you  to  recognize  that  the  infrastructure  of  offices,  computer  systems,  and  highly 
trained  staff,  such  as  those  who  adjudicate  claims  and  appeals,  must  be  maintained 
during  periods  of  lower  unemployment. 

ICESA  supports  the  President's  request  for  unemployment  insurance  in  FY  1996, 
which  maintains  the  current  base  workload  level  of  2.0  million  average  weekly 
insured  unemployment  and  provides  for  normal  growth  in  tax  workloads  (subject 
employers  and  wage  records). 

VETERANS'  EMPLOYMENT  AND  TRAINING 

An  equally  critical  area  of  investment  is  for  veterans'  employment  and  training 
services.  To  ensure  a  smooth  transition  of  separating  military  personnel  into  the 
civilian  workforce,  ICESA  supports  an  investment  of  $186  million-$99  million  for  the 
Disabled  Veterans  Outreach  Program  and  $87  million  for  the  Local  Veterans 
Employment  Representative  program.  These  levels  are  the  statutory  funding  levels 
defined  in  law.  These  specialized  veterans  employment  representatives  working  in 
Employment  Service  offices  nationwide  will  help  ensure  our  nation  does  not 
abandon  the  fine  men  and  women  separating  from  the  military. 
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CONCLUSION 

In  summary,  ICESA's  message  is  one  encouraging  efficient  and  effective  investment 
of  public  resources  in  a  strong  workforce  development  system  built  on  the 
infrastructure  that  exists  today.  With  your  help  and  targeted  investment,  the  53 
agencies  represented  by  ICESA  in  the  50  states,  District  of  Columbia  and  two 
territories  have  the  ability  to  link  unemployment,  employment,  and  training  programs 
together  to  provide  seamless,  high  quality,  customer  service  to  America's  employers 
and  jobseekers. 


STATEMENT  OF  TERRY-JO  MYERS,  ON  BEHALF  OF  THE  INTERSTITIAL 
CYSTITIS  ASSOCIATION 

Honorable  Chairman  and  Members  of  the  Committee:  Thank  you  for  giving 
me,  on  behalf  of  the  ICA,  the  opportunity  to  submit  written  testimony  to  tell  you 
about  interstitial  cystitis  [IC]  and  to  ask  your  help  in  funding  research  to  find  a 
cure  for  this  painful,  debilitating  disease.  My  name  is  Terry-Jo  Myers.  I  am  a 
professional  golfer  completing  my  10th  year  on  the  LPGA  tour.  I  also  have 
interstitial  cystitis.  While  I  appear  to  be  a  seemingly  healthy  person,  that  is 
because  the  effects  of  interstitial  cystitis  are  not  visible  to  others.  My  work,  my 
family  life,  my  social  life,  and  my  pursuit  of  many  dreams  have  all  been 
dramatically  affected  due  to  the  experience  of  IC. 

Interstitial  cystitis  is  a  chronic  inflammatory  condition.  Its  cause  is 
unknown  and,  at  present,  there  is  no  uniformly  reliable  treatment.  The 
symptoms,  which  can  be  severe  and  unrelenting,  include  urgency  and  frequency 
of  urination-up  to  60  or  more  times  in  24  hours;  and  pain  in  the  bladder  which  IC 
patients  have  described  as  burning,  like  "electric  shocks,"  or  as  being  so  severe 
that,  it  feel  like  "razor  blades  in  the  bladder." 

I  was  diagnosed  shortly  after  I  developed  IC  symptoms  when  I  was  21 
years  old,  but  I  was  told  that  nothing  could  be  done  and  I  would  just  have  to  learn 
to  live  with  the  pain--a  prescription  that  far  too  many  IC  patients  still  receive.  I 
had  24-hour-a-day  non-stop  pain  every  day.  Every  step  I  took  was  painful,  and  for 
someone  who  has  to  walk  as  much  a  golfer  does,  it  was  a  disaster.  I  had  pain  all 
across  my  abdomen  and  it  even  hurt  to  crouch  down  to  line  up  a  putt.  I  had  to 
urinate  roughly  50  times  a  day,  including  10  to  20  times  at  night,  and  have  not 
had  a  good  night's  sleep  in  11  years.  I  played  in  non-stop  pain  and  had  constant 
anxiety  about  where  the  next  bathroom  was. 

Travel  is  especially  difficult  for  many  people  with  IC.  Women  on  the  LPGA 
tour  travel  about  28  weeks  a  year,  and  it  was  a  nightmare  for  me.  I  arrived  at 
tournaments  exhausted  and  while  my  competitors  were  out  hitting  balls,  I  was 
scoping  out  where  the  bathrooms  were  located. 

IC  has  definitely  affected  my  golf  game.  As  a  junior  athlete,  I  won  many 
tournaments.  Last  year,  I  finished  82nd  in  LPGA  earnings,  but  I  should  have 
done  much  better.  LPGA  rules  prohibit  players  from  leaving  the  game  for  any 
reason  and  I  had  to  drop  out  of  many  tournaments  in  mid-game  because  I  needed 
to  go  to  the  bathroom.  In  1988, 1  won  the  Mayflower  Classic,  but  attribute  much 
of  that  win  to  the  fact  that  there  were  two  rain  delays  that  enabled  me  to  go  to 
the  bathroom  and  keep  playing. 

There  is  enormous  shame  attached  to  IC  and  the  stress  of  hiding  the 
disease  is  as  bad  as  the  pain.  In  tournaments,  after  I  was  forced  to  withdraw  from 
a  game,  I  faked  injuries  rather  than  admit  that  I  had  to  go  to  the  bathroom.  This 
became  a  problem  later  as  I  often  couldn't  remember  when  asked  what  limb  I  said 
I  had  injured  or  which  one  I  should  be  limping  on.  I  now  regret  living  all  of  those 
years  in  silence.  Had  I  been  more  outspoken  about  my  problem,  I  believe  I  would 
have  gotten  help  sooner. 
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Although  I  have  had  IC  for  11  years,  it  is  only  3  years  ago  that  I  was  able 
to  find  a  doctor  to  help  me.  Not  all  IC  patients  can  say  the  same.  Many  can't 
travel,  work,  or  meet  their  family  obligations.  Some  have  their  bladders  removed, 
only  to  encounter  an  array  of  other  medical  problems. 

Interstitial  cystitis  is  a  bladder  disease  which  continues  to  be  ignored  by 
many  members  of  the  medical  community.  It  is  a  disease  which  affects  mostly 
women.  Historically,  urology  and  urological  research  have  focused  most  attention 
on  male  urological  problems.  An  epidemiological  study  sponsored  by  the  Urban 
Institute  found  that  an  estimated  450,000  people  in  the  U.S.  may  suffer  from  IC 
and  that  the  economic  impact  of  the  disease  is  as  high  as  $1,700,000,000  per 
annum. 

The  Interstitial  Cystitis  Association  and  all  IC  patients  are  so  grateful  to 
all  Members  of  this  Subcommittee  and  in  particular,  to  Senator  Reid  for  his 
ongoing  and  unwavering  support  of  IC  research.  Without  your  help,  we  would  be 
nowhere  in  our  struggle.  Because  of  your  commitment,  we  are  beginning  to  see 
some  progress.  In  conclusion,  I  respectfully  ask  that  the  momentum  continue  in 
the  IC  research  initiative  started  by  this  Subcommittee  and: 

1.  That  at  least  $4,000,000  in  additional  funds  be  provided  to  the  Urology 
Program  of  the  NIDDK  in  fiscal  year  1996  to  specifically  support  further  IC 
research  and  to  continue  the  National  IC  Database. 

2.  That  the  NIDDK  issue  an  RFA  specifically  for  IC  in  fiscal  year  1996  and 
designate  funds  for  that  purpose. 

3.  That  the  NIH  examine  and  resolve  the  problem  of  the  lack  of  urological 
expertise  on  the  study  sections  which  review  IC  research  grants. 

Our  need  is  great.  But  we  are  confident  that  with  your  help  and  with 
adequate  funding  for  IC  research  through  the  NIDDK,  results  will  be  no  less  than 
miraculous.  As  a  victim  of  IC,  I  know  what  it  is  like  to  endure  chronic, 
unrelenting  pain.  Please  help  us  to  end  our  suffering.  Help  us  find  a  cure  for 
interstitial  cystitis.  Thank  you. 


STATEMENT  OF  STEPHEN  A.  JANGER,  PRESIDENT,  CLOSE  UP 
FOUNDATION 

Mr.  Chairman,  Members  of  this  subcommittee,  my  name  is  Stephen  A.  Janger  and  I  am 
President  of  the  Close  Up  Foundation.  I  am  very  pleased  to  be  able  to  submit  testimony  in 
support  of  the  Allen  J.  Ellender  Fellowship  Program,  administered  by  the  Close  Up 
Foundation.  On  behalf  of  the  tens  of  thousands  of  participants  who  have  benefited  from 
Ellender  Fellowships,  I  want  to  sincerely  thank  the  Members  of  this  Subcommittee  for  all  of 
your  past  support. 

For  fiscal  year  1996,  we  respectfully  request  $4.2  million.  This  amount  is  approximately  the 
same  amount  as  last  year's  level.  While  we  recognize  the  tremendous  budgetary  constraints 
the  Subcommittee  faces,  we  believe  our  request  is  justified  because  we  plan  to  do  more  next 
year  at  higher  costs  with  the  same  amount  of  federal  money. 

As  many  of  you  know,  the  Close  Up  Foundation  is  the  nation's  largest  citizenship  education 
organization.  When  you  hear  the  name  "Close  Up,"  I  am  sure  that  you  think  of  large  groups 
of  young  people  waiting  outside  committee  rooms  or  roaming  the  hallways  eager  to  learn 
about  their  government.  Close  Up  is  that,  and  much  more.  Close  Up  offers  a  variety  of 
programs  directed  at  encouraging  responsible  participation  in  our  democratic  system  of 
government.  Close  Up  continually  strives  to  create  innovative  approaches  to  civic  learning. 
Close  Up  emphasizes  community  involvement  and  civic  literacy  through  multidimensional 
activities  reaching  out  to  communities  throughout  the  nation.  Close  Up  works  to  inform 
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participants  about  civic  values  and  civic  virtues  —  two  of  the  most  important  cornerstones  of 
democracy. 

Close  Up's  twenty-four  year  old  mission  of  nurturing  civic  learning  and  civic  responsibility 
seems  to  be  particularly  appropriate  to  the  current  climate  in  our  country.  The  antipathy  about 
public  service  which  we  have  seen  expressed  in  widespread  public  disdain  for  the  political 
process  lessens  our  ability  as  a  nation  to  solve  the  major  fiscal  and  social  challenges  we  face. 
Close  Up  swims  against  this  tide  of  ignorance  and  negativity  by  educating  young  people 
through  firsthand  experience  that  Congress  as  an  institution,  elected  officials,  officials 
appointed  to  the  Executive  branch,  and  the  political  process  at  all  levels  are  integral  elements 
to  the  complexities  of  effective  government. 

Close  Up  works  to  help  students  and  teachers  understand  the  changes  that  currently  are  taking 
place  in  our  processes  of  governance  and  the  effects  that  resonate  throughout  the  country. 
Close  Up  exposes  our  participants  to  the  complexities  of  public  policy  decisionmaking  and  the 
positive  results  that  can  emanate  from  involvement  and  understanding. 

The  Close  Up  program,  with  its  unique  experiential  learning  methodology,  is  composed  of  an 
intensive  seven-day  program.  The  week  consists  of  seminars,  workshops,  dialogues,  and 
discussions  with  Senators,  Representatives,  Supreme  Court  justices,  government  agency 
officials,  representatives  of  a  wide  variety  of  interest  groups,  members  of  the  media,  and  many 
other  individuals  active  in  the  mechanics  and  dynamics  of  federal  government.  The  programs 
are  always  balanced  and  do  not  direct  the  students'  thinking  but  expose  them  to  the  complexity 
of  issues  that  are  involved  in  any  public  policy  decision.  The  program  is  designed  to 
demonstrate  to  young  people  that  government  is  not  an  inflexible  machine,  but  one  made  up  of 
people  -  and  that  they  can  effectively  and  constructively  involve  themselves  in  the  dynamics 
of  government. 

Understanding  and  involvement  were  two  of  the  basic  themes  of  Close  Up's  program  when  it 
began  in  1971,  those  same  themes  hold  true  today.  We  see  many  young  people  who  come  to 
Washington  with  pre-conceived,  negative  notions  about  government  officials.  While  they  are 
on  the  program,  we  observe  significant  change  in  many  of  these  students  as  they  have  an 
opportunity  to  see  firsthand  —  beyond  the  textbook  -  how  our  democratic  system  works. 
They  have  the  chance  to  question  and  to  listen  to  policymakers  and  to  develop  a  more  well 
rounded  and  realistic  view  of  government. 

Close  Up's  "core"  program  is  the  Washington  High  School  Program.  Most  of  you  probably 
have  had  your  primary  contact  with  Close  Up  during  meetings  with  students  and  teachers  from 
your  states,  but  the  Foundation's  program,  curricular  offerings  and  instruction  are  much  more 
extensive.  The  Washington  High  School  Program  has  participants  from  all  fifty  states,  the 
District  of  Columbia,  the  Commonwealth  of  Puerto  Rico  and  the  United  States'  Territories. 
For  more  than  twenty  years,  the  "core"  program  has  included  many  hearing-impaired, 
visually-impaired  and  orthopedically  challenged  individuals.  Program  participants  are  from 
inner-city  schools,  rural  schools,  Bureau  of  Indian  Affairs  schools  and  Association  of 
Community  Tribal  (ACT)  schools;  there  are  students  who  are  recent  immigrants,  children  of 
migrant  workers,  the  best  and  the  brightest  of  student  populations  and  students  who  struggle 
just  to  stay  in  school.  The  program  is  designed  to  be  inclusive  and  expansive,  and  we  believe 
it  is  all  of  that  and  more. 

We  seek  students  from  all  over  the  country,  from  every  race  and  ethnicity,  from  the  entire 
range  of  the  socio-economic  spectrum  and  we  mix  them  all  together.  At  the  start  of  the  week, 
students  are  warily  eyeing  each  other  and  by  the  end  of  their  week  together,  they  are  hugging 
and  crying  their  good-byes  and  promising  to  write  and  stay  friends  forever.  As  an  example, 
we  recently  heard  from  a  young  woman  in  California  who  has  for  the  past  ten  years 
corresponded  with  her  Close  Up  roommate  from  Puerto  Rico.  What  many  of  these  students 
learn  about  themselves  and  their  "neighbors"  cannot  be  learned  in  a  book,  and  can  only  help 
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to  make  America  stronger  and  better  through  understanding  that  regardless  of  how  different 
we  are,  we  are  all  part  of  the  whole  fabric  of  America's  great  democracy. 

To  ensure  representation  from  all  of  America,  the  Foundation  made  a  commitment,  at  its 
inception,  to  focus  considerable  effort  toward  underserved,  neglected  and  at-risk  populations. 
It  appeared  to  those  of  us  in  the  Foundation  that  there  are  very  few  programs  for  those  other 
than  "academic  achievers"  or  student  government  leaders.  Yet,  our  entire  democratic  system 
is  based  on  the  equal  representation  and  participation  of  all  of  its  citizens. 

The  Foundation's  success  in  reaching  these  underserved  populations  is  inextricably  linked  to 
the  Allen  J.  Ellender  Fellowships.  Since  1971,  more  than  400,000  students,  educators  and 
older  Americans  have  taken  part  in  Close  Up's  Washington-based  programs.  By  the  end  of 
the  current  program  year,  fellowship  funding,  with  Ellender  Fellowships  serving  as  the  all- 
important  seed  element,  will  have  provided  more  than  90,000  participants  with  full  or  partial 
fellowships. 

Although  the  Washington  High  School  Program  remains  the  primary  focus  of  the  Ellender 
Fellowships,  there  are  two  other  constituencies  that  benefit  tremendously  from  the  financial 
assistance.  The  Program  for  New  Americans,  which  is  designed  for  students  who  have 
recently  immigrated  to  the  United  States,  has  grown  steadily  during  the  past  few  years  due  to 
the  need  that  exists  for  a  program  of  this  kind,  and  thanks  to  the  support  of  the  Ellender 
Fellowships.  This  exciting  and  rewarding  program  now  involves  participants  from  twenty- 
nine  states  and  the  District  of  Columbia.  The  Program  for  New  Americans  includes  students 
from  countries  such  as  Laos,  El  Salvador,  Ethiopia,  China,  Haiti,  India,  Korea,  Mexico, 
Nepal.  Poland,  Vietnam,  and  the  former  Soviet  Union.  This  program  also  includes  increasing 
numbers  of  young  people  whose  parents  are  migrant  workers.  Virtually  all  of  the  new 
American  students  who  participate  in  this  program  receive  the  help  of  an  Ellender  Fellowship. 

The  third  constituency  that  receives  Ellender  Fellowships  are  the  participants  in  Close  Up's 
Program  for  Older  Americans.  This  program  offers  a  unique  opportunity  for  individuals  fifty 
years  of  age  and  older  to  explore  and  learn  about  Washington.  Participants  experience  the 
democratic  process  firsthand  by  talking  with  elected  representatives,  journalists  and  others 
involved  in  government.  The  Program  for  Older  Americans  has  participants  from  forty-four 
states,  the  District  of  Columbia,  and  Puerto  Rico.  The  Ellender  Fellowships  have  made  it 
possible  for  thousands  of  low-income  older  Americans,  most  of  them  living  on  fixed  incomes, 
to  participate  in  the  program,  to  continue  their  civic  education  and  to  carry  their  positive 
involvement  back  to  their  communities. 

These  three  programs,  which  benefit  from  Ellender  Fellowships,  demonstrate  there  is  a  broad 
representation  of  America  in  Close  Up's  programs.  Ensuring  this  representation  remains  one 
of  the  great  challenges  facing  the  Foundation. 

A  key  to  our  success  in  reaching  a  diverse  group  of  students  is  the  Close  Up  teacher.  Close 
Up  works  through  the  local  schools.  We  do  not  send  direct  mail  marketing  solicitations  to  the 
students  or  their  parents.  Rather,  we  gain  the  approval  of  the  local  school  board, 
superintendent,  or  other  school  officials  for  our  program  and  the  local  officials  assign  a 
teacher  to  oversee  the  program.  In  this  way,  Close  Up  is  working  with  a  teacher  who  knows 
the  student  population  --  its  needs  and  peculiarities.  The  teacher  is  the  better  judge  of  which 
students  would  benefit  most  from  participation  in  Close  Up's  program.  We  also  rely  on  the 
teacher  to  identify  the  students  who  are  most  in  need  of  fellowship  assistance. 

The  concerted  effort  that  the  Foundation  staff  and  the  teachers  apply  to  ensure  diverse 
participation  is  one  reason  we  were  so  incredulous  at  the  Administration's  justification  for 
excluding  us  in  the  FY  1996  President's  budget.  Obviously,  they  were  not  paying  attention 
because  to  claim  that  there  are  other  organizations  that  provide  "virtually  identical"  programs 
simply  is  not  true. 
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I  would  like  to  set  out  a  few  of  the  major  differences  between  Close  Up  and  other 
organizations.  Let  me  be  clear  from  the  start,  I  am  not  being  critical  in  any  way  of  any  other 
organization.  I  am  simply  responding  to  an  inaccurate  claim  by  the  Department  of  Education. 

I  have  discussed  the  fellowship  program  relative  to  Close  Up.  What  I  have  not  said  is  that 
Close  Up's  only  criteria  for  fellowship  receipt  is  financial  need.  Contrary  to  a  Department  of 
Education  claim,  we  have  had  a  steady  increase  in  the  number  of  student  fellowships  awarded 
and  estimate  that  we  will  award  approximately  5,200  student  fellowships  this  year.  It  is  my 
understanding  that  other  organizations  award  few,  if  any,  student  fellowships  and  those  few 
fellowships  are  tied  to  very  high  academic  performance,  geographic  location  or  both. 

The  fellowship  program,  however,  is  only  one  of  the  many  distinctions  between  Close  Up  and 
other  organizations.  Close  Up  is  different  because  we  have  focused  deliberate  effort  on 
reaching  and  including  "all  kinds  of  kids."  As  a  result,  we  have  the  academically  elite  and 
those  struggling  to  stay  in  school.  We  have  students  from  the  extremes  of  both  ends  of  the 
economic  scale.  We  have  students  who  are  student  leaders  and  those  who  barely  make  it  to 
school.  And,  each  year  we  have  students  participate  who  have  various  disabilities.  As  a  result 
of  our  "melting  pot"  approach,  we  can  make  a  conservative  estimate  that,  since  1987,  45%  of 
the  Ellender  student  fellowship  recipients  have  been  underserved  students. 

From  its  very  beginnings,  Close  Up  has  emphasized  community  involvement  and  giving  back 
to  your  community.  Close  Up's  Washington-based  programs  alone  have  generated  more  than 
8.8  million  hours  of  community  learning  and  volunteer  time  to  local  communities  throughout 
the  country.  In  a  more  structured  way,  we  know  that  the  enthusiasm  generated  by  Close  Up's 
program  results  annually  in  more  than  75,000  students,  educators,  older  Americans,  and  other 
citizens  participating  in  approximately  180  community  based  programs  conducted  at  no  cost  to 
the  federal  government. 

As  one  more  example,  I  have  mentioned  already  the  unique  role  Close  Up  teachers  play  in 
assisting  students  in  their  schools,  but  I  have  not  mentioned  the  even  greater  contribution  the 
teachers  make  as  a  result  of  our  program.  Close  Up  conducts  a  program  for  all  of  the  teachers 
accompanying  students  to  Washington.  The  teachers  take  part  in  a  concurrent  but  separate 
professional  development  program.  During  this  program,  the  teachers  have  an  opportunity  to 
exchange  techniques  and  methodologies  with  their  peers  from  across  the  country.  As  a  result 
of  Close  Up's  teacher  program,  we  estimate  conservatively  that  these  reinvigorated  educators 
have  reached  as  many  as  5.9  million  students  again  at  little  or  no  cost  to  the  federal 
government.  Additionally,  using  the  1993-94  program  year  as  an  example,  Close  Up  teachers 
reached  approximately  324,500  students,  at  a  cost  of  approximately  $6.79  per  teacher  in 
fellowship  dollars.  In  terms  of  helping  to  make  Close  Up's  student  population  inclusive  and 
expansive,  from  program  years  1987-88  through  1993-94,  Close  Up  teachers  have  helped 
generate  approximately  42,600  underserved  student  participants.  Close  Up  teachers  and  its 
teacher  program  are  not  only  distinct  from  other  organizations,  but  the  educators' 
contributions  are  distinctive  and  very  cost-effective. 

Mr.  Chairman,  I  believe  I  have  demonstrated  that  Close  Up  is  a  unique  organization  and  that 
with  the  help  of  the  Ellender  Fellowships  the  Foundation  and  the  Close  Up  teachers  annually 
multiply  the  reach  of  the  federal  expenditure  to  many  thousands  of  Americans.  I  am  very 
proud  of  the  work  we  have  done  over  the  last  twenty-four  years  and  all  of  us  are  committed  to 
continuing  to  strive  to  produce  programs  that  measurably  enhance  meaningful  citizenship 
education.  We  think  our  programs  are  a  credit  to  the  Congressional  commitment  of  funds, 
and,  therefore,  merit  the  continued  support  of  the  Congress. 

Finally,  I  want  to  thank  you,  the  members  of  this  Subcommittee  and  all  of  the  Members  of 
Congress  who  have  so  generously  supported  Close  Up  and  the  Ellender  Fellowships.  You  are 
making  a  difference.  I  strongly  urge  the  Subcommittee  to  support  the  FY  1996  request  for  the 
Ellender  Fellowship  Program.  I  will  be  happy  to  answer  any  questions  that  Members  of  the 
Subcommittee  may  have. 
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STATEMENT  OF  JOSHUA  M.  JAVITS,  BOARD  MEMBER,  AMYOTROPHIC 
LATERAL  SCLEROSIS  ASSOCIATION 

Mr.  Chairman,  Members  of  the  Subcommittee,  thank  you  for  this  opportunity 
to  offer  testimony  on  behalf  of  the  Amyotrophic  Lateral  Sclerosis  Association 
(ALSA),  and  the  30,000  Americans  afflicted  with  ALS,  most  commonly  known  as 
Lou  Gehrig's  Disease. 

Speaking  for  myself  and  ALSA,  I  would  like  to  express  my  deep  appreciation 
to  you,  Mr.  Chairman,  and  the  Members  of  your  Subcommittee  who  over  the  recent 
years  have  provided  strong  leadership  and  support  for  the  research  projects  on  ALS 
being  undertaken  by  the  National  Institute  of  Health  (NIH)  and  the  National 
Institute  of  Neurological  Disorders  and  Stroke  (NINDS). 

As  you  know,  for  the  last  three  years  the  Subcommittee  has  included 
language  in  the  Labor,  HHS  appropriations  bill  that  is  specifically  aimed  at 
increasing  the  funding  for  ALS  research  at  NIH  within  the  existing  NINDS  budget. 
All  of  us  associated  with  ALS  are  appreciative  of  your  efforts  and  look  forward  to 
working  with  the  Subcommittee  this  year,  and  in  the  years  to  come  until  ALS  is 
eliminated. 

I  am  Joshua  Javits  and  I  am  the  son  of  the  late  Jacob  Javits,  who  proudly 
served  his  country  for  24  years  as  a  Senator  from  the  State  of  New  York  and  as  a 
Member  of  the  House  of  Representatives  for  8  years.  My  father  died  in  1986  after  a 
valiant  struggle  against  this  degenerative  and  always  fatal  disease.  While  in 
Washington,  and  later  in  private  practice,  my  father  maintained  an  astonishing 
schedule  of  practicing  law,  giving  speeches  and  writing  articles  despite  being 
diagnosed  with  ALS.  As  the  disease  progressed,  he  required  life  support,  including  a 
respirator  and  a  wheelchair,  even  becoming  virtually  paralyzed. 

I  currently  serve  as  a  member  of  the  Board  of  Trustees  of  the  ALS 
Association.  ALS  is  a  progressively  degenerative  neuromuscular  disease  that 
attacks  the  nerve  cells  and  pathways  in  the  brain  and  spinal  cord.  Motor  neurons, 
among  the  largest  of  all  nerve  cells,  reach  from  the  brain  to  the  spinal  cord  and  from 
the  spinal  cord  to  muscles  throughout  the  body.  When  these  motor  neurons  die,  as 
with  ALS,  the  ability  of  the  brain  to  start  and  control  muscle  movement  dies  with 
them.  As  voluntary  muscle  action  is  affected,  patients  become  progressively  more 
paralyzed,  eventually  leaving  the  person  unable  to  speak,  eat  or  breath  on  their 
own.  Yet,  through  this  completed  degeneration  of  the  body,  the  mind  remains  fully 
intact. 

There  are  three  types  of  ALS:  Sporadic,  which  is  the  most  common;  familial, 
which  is  the  inherited  form  affecting  5  to  10  percent  of  all  cases  of  the  disease  and 
Guamanian,  so  called  because  at  one  time  there  was  an  increased  incidence  of  ALS 
on  the  island  of  cam  and  the  Kii  Peninsula  of  Japan. 

ALS  was  first  identified  in  1869  by  Jean-Martin  Charcot,  a  French 
neurologist.  Only  recently  has  there  been  exciting  new  discoveries  that  significantly 
advance  the  medical  and  scientific  community's  understanding  of  the  disease  and 
which  underscores  our  belief  that  a  cause  and  a  cure  can  be  found.  The  technology 
and  understanding  is  available;  what  is  needed  are  resources-both  financial  and 
human.  With  federally  supported  research,  such  as  that  provided  to  the  National 
Institute  of  Health  and  the  National  Institute  of  Neurological  Disorders  and  Stroke, 
we  believe  the  next  key  discoveries  can  take  place,  thus  offering  genuine  hope  to  an 
otherwise  hopeless  situation. 

There  is  no  known  cause,  treatment  or  cure  for  those  afflicted  with  ALS.  The 
majority  of  people  diagnosed  live  only  2  to  5  years.  Over  5,000  new  cases  are 
diagnosed  each  year.  That  is  13  new  cases  per  day!  And  ALS  knows  no  boundaries- 
it  can  strike  anyone  regardless  of  age,  race,  color  or  geographic  origin.  And  it  is  not 
a  rare  disease.  It  is  projected  that  approximately  300,000  Americans  alive  and  well 
today  will  ultimately  die  from  ALS.  More  people  die  each  year  of  ALS  than  of 
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Huntington's  disease  or  Multiple  Sclerosis.  It  is  important  to  reemphasize  that  one 
of  the  cruelest  aspects  of  ALS  is  that  it  does  not  affect  intellectual  action.  My  father 
was  a  very  active  and  athletic  man  all  his  life  until  ALS  entombed  his  mind  in  a 
progressively  dysfunctional  body.  The  financial  costs  to  families  of  a  person 
suffering  with  ALS  are  extraordinarily  high. 

It  can  cost  up  to  $250,000  per  year  to  care  for  a  person  with  ALS.  The  entire 
savings  of  a  family  can  be  depleted  in  a  short  time,  and  there  are  limited  or  no 
Federal,  State,  or  local  financial  resources  available  to  provide  even  a  minimum 
level  of  care.  Too  often  the  disease  destroys  the  family's  economic  ability  to  provide 
the  patient  with  the  right  to  a  quality  of  life  that  includes  dignity  and  respect. 

The  ALS  Association  is  the  only  national  not-for-profit  voluntary  health 
agency  dedicated  solely  to  the  fight  against  ALS.  Its  mission  is  to  encourage, 
identify,  find  and  monitor  worldwide,  cutting-edge  research  into  the  cause, 
prevention  and  cure  of  ALS.  The  Association  is  also  dedicated  to  educating  the 
public  about  the  gravity  of  this  disease  in  order  to  stimulate  support  in  the  search 
for  a  cause  and  a  cure;  to  serving  as  an  information  resource  for  the  medical 
community;  and  all  the  while,  assisting  patients  and  families  through  information, 
resources,  and  referrals  for  counseling,  training  and  support  on  how  to  cope  with 
this  disease. 

The  Association's  nationwide  network  of  local  Chapters  and  Support  Groups, 
as  well  as  ALSA-certified  ALS  centers,  help  to  carry  out  the  mission  of  the 
organization  at  the  grassroots  level. 

The  Association  is  governed  by  a  volunteer  Board  of  Trustees,  of  which  I  am 
one.  Professional  guidance  and  assistance  is  provided  by  a  Scientific  Review 
Committee  comprised  of  eminent  scientists  and  neurologists  of  world  renown,  which 
screens  applications  for  ALSA-supported  research  grants.  It  reviews  and  scores  the 
applications  as  to  their  scientific  merit  and  relevance  to  ALS,  making 
recommendations  for  finding  to  the  Board  of  Trustees. 

A  major  portion  of  The  ALS  Association's  annual  budget  is  committed  to  find 
ALS-specific  research.  The  Association's  Grant  program  follows  the  format  and 
rating  procedures  established  by  the  NIH.  In  1994  alone,  ALSA  awarded  11  grants 
of  a  total  commitment  of  $900,000.  In  1995,  ALSA  expects  to  increase  its  grants 
awards  by  at  least  50-percent.  ALS  is  proud  of  its  expanding  research  program  that 
has  contributed  to  the  increasing  interest  of  ALS  research  by  the  scientific 
community. 

Since  the  beginning  of  1993,  ALSA  has  reserved  390  proposals  for  research 
projects.  This  increasing  interest  in  ALS  research,  we  believe,  is  also  directly 
related  to  the  Subcommittee's  report  language  that  accompanies  fiscal  year 
appropriations  for  NIH  and  NINDS.  ALSA  would  like  to  continue  this  partnership 
with  NINDS,  in  both  intramural  and  extramural  research,  which  is  especially 
critical  to  capitalize  on  recent  breakthroughs  and  the  promising  ALS  research 
opportunities. 

During  the  past  two  years,  a  team  of  scientists,  led  by  ALSA-funded 
researchers,  identified  the  gene  that  when  defective  is  responsible  for 
approximately  20-percent  of  the  cases  of  familial  ALS.  These  findings  could  unlock 
the  mysteries  not  only  for  familial  ALS  but  also  for  the  sporadic  form  of  this  disease. 
While  not  a  cure,  it  opens  the  door  to  understanding  the  degeneration  of  motor 
neurons  and  gives  insight  to  possible  treatment  and  eventually  therapeutic 
intervention  for  those  individuals  at  risk  of  familial  ALS. 

Furthermore,  several  research  programs  have  reported  encouraging 
developments  in  the  treatment  of  this  disease.  One  especially  hopefull  sign  is  the 
development  of  the  transgenic  mouse  which  allows  researchers  to  perform  quick  and 
inexpensive  experiments  on  a  model  that  resembles  the  human  ALS  condition. 
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Clinical  trials  of  nerve  growth  factors  such  as  riluzole,  a  glutamate-blocker 
and  IGF-1,  on  which  tests  were  just  completed,  hold  great  hope  for  the  sufferers  of 
ALS.  Other  potential  therapies  are  also  in  various  stages  of  trial.  These  are  the  first 
real  clues  into  the  disease  in  over  125  years. 

The  ALS  Association  supports  compassionate  access  to  drugs  in  clinical  trial 
after  appropriate  safety  and  efficacy  date  have  been  obtained.  We  work  through  all 
channels,  including  the  federal  government  (FDA),  drug  companies,  and  other 
applicable  parties  to  expedite  both  evaluation  of  data  and  compassionate  access  to 
all  promising  therapies. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  please  accept  our  sincere 
appreciation  for  all  the  support  you  have  provided  to  those  afflicted  with  ALS  and 
their  families.  We  recognize  that  budgetary  concerns  are  on  your  mind,  and  the 
minds  of  most  Americans.  We  are  seeking  not  more  funding,  merely  an  assurance 
that  the  funding  allocated  by  NINDS  for  ALS  research  is  dedicated  exclusively  to 
this  disease.  The  ALS  Association  believes  that  an  assurance  of  a  continued 
commitment  by  NINDS  can  be  achieved  by  the  inclusion  in  the  bill's  report 
language  of  a  statement  of  support  from  this  Subcommittee. 

Toward  this  end,  we  will  be  submitting  for  your  consideration  report 
language  that  can  accompany  the  fiscal  year  1996  Labor,  Health  &  Human 
Services,  Education  Appropriations  Bill.  We  are  at  a  very  important  juncture  in  the 
quest  to  unlock  the  mysteries  of  this  dreaded  disease,  and  the  continued  support  of 
Congress  is  critical  to  finding  a  cure. 

Again,  thank  you  for  your  support  and  your  commitment  to  the  30,000 
Americans  with  ALS. 


STATEMENT  OF  DAVID  P.  BECK,  PRESIDENT,  CORIELL  INSTITUTE  FOR 
MEDICAL  RESEARCH 

Mr.  Chairman  and  members  of  the  subcommittee,  I  appreciate  the  opportunity  to  be 
here  today  to  discuss  with  you  the  wisdom  of  establishing  a  National  Human  Cell  Repository 
Center,  and  the  importance  of  such  a  repository  as  a  logical  step  in  advancing  cutting-edge 
biomedical  research  in  the  National  Institutes  of  Health.  There  is  a  critical  and  increasing 
need  for  a  contamination-free  supply  of  human  cells  in  high  level  research  into  genetic 
disorders,  cancer,  heart  disease,  and  other  serious  human  diseases. 

As  a  scientist  and  President  of  the  Coriell  Institute  for  Medical  Research,  it  is  my  job 
to  oversee  the  acquisition,  characterization,  cataloguing  and  shipment  of  human  cell  cultures 
to  the  DOE  and  NIH  centers  for  genome  research  and  other  high  level  research  facilities 
around  the  United  States  and  the  world.  Coriell  Institute  is  the  world's  largest  provider  of 
such  cell  cultures. 

By  way  of  background,  the  Coriell  Institute  was  founded  in  1953  by  Dr.  Lewis 
Coriell,  a  scientist  who  developed  pioneering  techniques  for  growing  human  cells  in  culture 
and  thus  permitting  their  use  in  scientific  research.  Early  on,  Coriell  technology  was  crucial 
in  growing  the  cultures  used  in  development  of  the  Salk  Polio  Vaccine.  Today,  scientists 
throughout  the  world  depend  on  Coriell  cell  cultures  for  use  in  disease  research,  and  many 
research  advances  have  depended  directly  on  the  cultures  supplied  by  Coriell. 

Biomedical  science  today  is  making  rapid  advances  in  both  diagnostic  and  therapeutic 
techniques.  For  example,  molecular  antibiotics  are  being  developed  which  can  find  and 
destroy  the  genes  of  an  infectious  organism  in  an  utterly  specific  fashion,  and  gene-based 
therapeutic  techniques  are  being  tested  through  clinical  trials  for  the  treatment  of  such 
diseases  as  cancer.  In  short,  we  are  on  the  proper  scientific  pathways  which  will  one  day 
make  it  possible  to  eliminate  such  diseases  as  diabetes  and  cystic  fibrosis  and  other  diseases 
which  stem  from  defective  genes. 
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Today,  the  problems  associated  with  sustaining  progress  in  advanced  disease  research 
stem  from  the  fact  that  the  volume  of  cells  needed  is  growing  and  will  continue  to  grow  as 
the  scientific  community  extends  molecular  genetic  technology  into  new  areas  such  as  mental 
illness.  Specifically,  this  means  that  of  the  4,000  plus  genetic  diseases  known  to  exist,  only 
about  1,000  are  banked  and  available  as  cell  cultures.  In  order  to  procure  and  catalogue  cell 
cultures  for  the  remaining  3,000  diseases,  a  dedicated  human  cell  repository  is  essential. 

Mr.  Chairman,  the  Coriell  Institute  has  many  responsibilities  in  its  role  as  the  nation's 
premier  supplier  of  cell  cultures.  Of  particular  note  is  the  role  of  Coriell  Institute,  in 
response  to  demands  from  the  research  community,  in  acquiring  collections  of  specific  cells 
for  research  into  specific  diseases.  A  case  in  point  is  one  where,  over  the  past  year,  Coriell 
has  been  building  a  collection  of  cells  from  breast  cancer  patients.  Our  scientists  were 
involved  for  many  years  in  the  search  for  a  mammary  tumor  virus,  and  have  recently 
developed  a  new  technology  for  whole  genome  amplification  to  make  genetic-  material 
available  from  tumors  from  which  cell  lines  are  difficult  to  grow.  This  technique  allows  for 
access  to  rare  and  valuable  tissue  from  patients  with  a  family  history  of  the  disease. 

The  breast  cancer  initiative  is  a  good  illustration  of  the  ways  in  which  new  frontiers 
can  be  crossed  in  studying  diseases.  It  is  also  a  telling  illustration  of  a  serious  problem  in 
advanced  research  -  specifically,  the  increasing  demand  for  cell  cultures  and  the  related 
services  which  support  high  level  research. 

Mr.  Chairman,  as  the  individual  responsible  for  the  largest  human  cell  repository  in 
the  world,  I  can  tell  you  that  a  National  Human  Cell  Repository  Center  is  a  critical  next  step 
to  facilitate  the  most  sophisticated  research  on  genetic  diseases.  I  believe,  as  do  others  in  the 
field,  that  a  national  center  which  provides  cells  and  genetic  material  to  researchers  around 
the  country  and  abroad  will  greatly  enhance  the  quality  of  medical  research.  As  NIH 
Director  Harold  Varmus  recently  testified,  "we  foresee  new  means  to  prevent  disease,  and 
we  anticipate  the  development  of  novel  therapies  for  the  next  century,  based  on  the  delivery 
of  genes  to  ailing  cells,  and  drug  design  guided  by  molecular  structures." 

Novel  therapies  for  the  next  century  is  the  goal  in  disease  research  as  NIH  Director 
Varmus  has  pointed  out.  To  accomplish  that  goal  requires  a  consistent  and  reliable  supply  of 
cell  cultures,  the  space  to  store  such  cultures  and  the  human  skill  and  equipment  to  support  a 
state-of-the-art  facility. 

It  is  my  belief  that  the  establishment  of  a  National  Human  Cell  Repository  Center  will 
provide  an  essential  component  in  support  of  disease  research  in  both  the  Federal  and  non- 
Federal  sectors.  The  National  Institutes  of  Health  have  a  long-standing  interest  in  examining 
the  roles  of  defective  genes  in  diseases.  In  fact,  much  of  the  exciting  activity  we  see  today 
in  genetics  research  takes  place  at  NIH  labs.  In  support  of  this  research,  Coriell  Institute  has 
distributed  hundreds  of  shipments  of  cell  lines  to  NIH  labs.  While  such  activity  has  been 
important,  it  will  be  insufficient  for  future  efforts  in  genetic  research,  which  is  why  we  need 
a  National  Repository. 

Mr.  Chairman,  after  studying  the  needs  for  and  potential  benefits  of  any  national 
repository,  I  believe  that  establishing  such  a  facility  from  the  ground  up  would  be  excessively 
expensive,  and  require  too  much  time  in  planning  and  execution.  However,  a  National 
Center  can  be  built  by  simply  adding  to  an  existing  resource  which  is  positioned  to  supply 
research  demands  into  the  next  century.  That  resource  is  Coriell  Institute. 

Given  Coriell's  position  as  the  world's  largest  human  cell  repository  and  its 
interaction  with  the  NIH  and  DOE  labs,  it  makes  perfect  sense  to  establish  a  National  Center 
in  a  public-private  partnership  fashion,  particularly  given  the  Federal  Government's  long- 
standing and  continued  support  for  medical  research.  By  making  an  investment  in  a  National 
Human  Cell  Repository  Center,  the  Federal  Government  can  help  to  ensure  the  availability  of 
human  cells  for  disease  research  scientists  throughout  the  United  States  and  the  world. 
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Mr.  Chairman,  the  Coriell  Institute  already  has  a  plan  for  establishment  of  a  National 
Repository,  and  we  are  prepared  to  move  forward  immediately.  In  summary,  it  is  my  belief 
that  Federal  investment  toward  this  end  will  produce  tremendous  benefits  and  that, 
considering  the  cost  of  disease  to  this  country  and  the  potential  for  missed  research 
opportunities  if  we  do  not  move  forward,  we  cannot  afford  not  to  establish  a  National  Cell 
Repository. 

Thank  you  for  your  attention.  I  will  be  happy  to  answer  any  questions. 


STATEMENT  OF  THE  JOINT  COUNCIL  OF  ALLERGY  AND  IMMUNOLOGY 

The  Joint  Council  of  Allergy  and  Immunology  (JCAI)  is  pleased  to  submit  public  witness 
testimony  for  the  written  record.  JCAI  is  a  professional,  nonprofit  organization  comprised  of 
the  American  Academy  of  Allergy  and  Immunology  and  the  American  College  of  Allergy  and 
Immunology.  JCAI  consists  of  more  than  4,000  clinicians  and  researchers  who  are  dedicated 
to  providing  care  for  the  35  million  Americans  who  suffer  from  allergic  or  immune  disorders. 

We  appreciate  this  Committee's  past  support  for  the  National  Institutes  of  Health  and 
encourage  the  104th  Congress  to  increase  NIH  funding  by  a  minimum  of  6%  for  fiscal  year 
1996.  NIH  funding  for  research  is  vital  to  the  physical  and  economic  health  of  our  nation. 
JCAI  members  value  the  Committee's  past  decisions  to  not  target  funding  for  specific  diseases, 
and  we  urge  you  to  take  the  same  approach  with  your  1996  recommendations  to  NIH. 

NIH  performs  research  related  to  allergy  and  immunology  through  the  National  Heart, 
Lung,  and  Blood  Institute  (NHLBI)  and  the  National  Institute  of  Allergy  and  Infectious  Diseases 
(NIAID).  These  Institutes  support  research  on  two  diseases  of  particular  concern  to  JCAI, 
asthma  and  allergies.  The  President  has  requested  a  4.0%  increases  for  NIAID  and  a  2.9% 
increase  for  NHLBI  for  1996. 

JCAI  is  deeply  concerned  about  the  low  success  rate  for  ROl  grant  applications.  In  fiscal 
year  1994,  the  success  rate  for  competing  new  ROls  supported  by  NIAID  was  an  unacceptably 
low  16.7  percent,  and  the  success  rate  for  competing  new  ROls  supported  by  NHLBI  was  15.7 
percent.  We  believe  it  is  critical  that  the  emphasis  on  individual  investigator-initiated  research 
at  NIH  remain  a  priority  for  funding.  Investigator-initiated  ROl  grants  have  been  the  backbone 
of  NIH  research  and  the  backbone  of  all  scientific  research  in  this  country  for  the  last  50  years. 
This  process  has  served  us  extremely  well  in  our  search  for  the  knowledge  essential  to 
understanding  the  causes  of  deadly  diseases,  knowledge  which  has  been  indispensable  in  our 
quest  for  treatments  and  cures  for  these  diseases. 

Asthma  affects  between  10  to  15  million  Americans,  and  is  one  of  the  most  common 
chronic  diseases  in  the  United  States,  and  its  incidence  is  on  the  rise.  The  Centers  for  Disease 
Control  and  Prevention  (CDC)  reported  in  January  1995  that  the  rate  of  asthma  rose  42  percent 
from  1982  through  1992.  In  addition  to  the  health  problems  caused  from  difficulty  in  breathing, 
people  with  asthma  also  suffer  from  the  consequences  that  asthma  imposes  on  their  daily  lives. 

Costs  related  to  asthma  are  estimated  to  be  $7.4  billion  per  year,  including  $4.5  billion 
in  direct  medical  costs  and  $2.9  billion  in  indirect  costs  associated  with  death,  loss  of 
productivity,  and  disability.  In  particular,  black  Americans  suffer  from  asthma  at  higher  rates 
than  do  white  Americans.  It  is  believed  that  air  pollution,  poverty,  and  more  tightly  insulated 
homes  and  offices  are  contributing  to  the  rise  in  numbers  of  people  afflicted  with  asthma. 
Researchers  are  also  looking  into  the  role  of  drug  and  alcohol  use  in  triggering  asthmatic  deaths. 

Scientists  at  the  NIAID  have  utilized  advances  in  basic  science  in  molecular  and  cell 
biology  to  characterize  a  variety  of  molecules  and  cells  that  play  a  role  in  asthma,  which  led  to 
improvements  in  asthma  treatment.  NIAID  scientists  are  also  studying  the  immunologic  aspects 
of  asthma  which  may  result  in  targeting  for  new,  improved  drug  treatments. 
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In  addition,  research  is  being  conducted  to  determine  why  asthma  occurs  more  frequently 
among  minorities.  The  goal  of  the  research  is  to  identify  strategies  for  reducing  the  severity  of 
episodes  and  deaths  among  high  risk  groups.  Public  awareness  campaigns,  such  as  the  National 
Asthma  Education  and  Prevention  Program  sponsored  by  NHLBI,  are  working  to  communicate 
with  those  who  are  experiencing  certain  symptoms  to  get  to  a  doctor  for  diagnosis  and  treatment, 
and  to  distribute  emergency  care  kits  to  patients  within  inner  cities. 

Another  interesting  NHLBI  program  that  is  underway  will  help  clinicians  determine 
which  of  three  medications  for  the  treatment  of  asthma  are  the  most  appropriate,  the  most 
effective,  and  that  have  the  fewer  number  of  side  effects  over  the  long-term.  The  study,  entitled 
the  Childhood  Asthma  Management  Program  (CAMP),  will  recruit  960  children  for  a  five-year 
study.  Recruitment  is  two-thirds  complete  at  this  time.  Also,  a  supplemental  study  has  been 
included  in  the  CAMP  clinical  trial  to  study  the  effects  of  air  pollution  on  childhood  asthma. 

The  study  of  allergic  diseases  is  JCAI's  other  primary  interest.  Allergies  affect  as  many 
as  one  out  of  five  Americans  (50  million).  Responses  to  allergies  range  from  mild  to  fatal,  and 
can  be  a  significant  factor  in  triggering  asthma.  Allergies  are  one  of  the  most  common  health 
problems  in  the  United  States,  and  each  year  billions  of  dollars  are  spent  in  treatment  of  allergic 
diseases.  While  a  number  of  therapies  have  been  developed  to  treat  allergies,  many  aspects  of 
allergic  reactions  are  not  well  understood. 

Recently,  a  finding  has  been  reported  regarding  the  cause  of  chronic  urticaria  (hives). 
This  debilitating,  disfiguring  disorder  may  last  from  several  months  to  several  decades. 
Although  the  cause  is  unknown,  it  is  not  an  allergic  reaction  to  foods,  drugs  or  environmental 
agents.  Now,  the  chronic  disorder  appears  to  be  autoimmune  in  origin.  With  this  new 
information,  research  can  be  targeted  to  questions  about  immunoregulatory  disorder,  which  will 
lead  to  new  modalities  of  therapy. 

NIAID  funded  researchers  have  been  at  the  forefront  of  discoveries  and  advancement  in 
the  field  of  allergy.  NIAID  collaborated  with  other  federal  agencies  to  conduct  a  study  and 
subsequently  produce  a  book  entitled  Indoor  Allergens:  Assessing  and  Controlling  Health  Effect. 
The  findings  reported  that  exposure  to  indoor  allergens  is  a  substantial  public  health  problem. 
NIAID  funded  scientists  were  also  the  first  to  identify  the  IgE  antibody  that  is  the  key  to  allergic 
response,  and  recently,  discoveries  using  modern  molecular  technology  have  provided  further 
stimulus  for  research. 

In  conclusion,  we  would  like  to  reiterate  a  critical  point,  that  basic  funding  of  research 
through  the  National  Institutes  of  Health  directly  impacts  the  physical  and  economic  health  of 
every  American.  The  potential  for  development,  treatment  and  cure  of  disease  is  immeasurable. 
The  future  of  the  health  of  ourselves  and  particularly  that  of  our  children  is  brighter  than  we  can 
imagine.  With  continued  increases  for  research  through  the  Institutes,  developments  will  occur 
at  a  far  greater  pace,  thus  allowing  all  of  us  to  benefit.  Furthermore,  the  U.S.  medical 
technology  industry  which  depends  upon  much  of  the  basic  research  performed  at  the  NIH 
greatly  contributes  to  the  strengths  of  our  economy.  In  this  environment  of  cutting  Federal 
spending,  JCAI  argues  that  this  is  the  one  area  none  of  us  can  afford  to  live  without. 

Thank  you  for  your  consideration  of  our  requests. 


STATEMENT  OF  ERIC  LANDER,  PROFESSOR  OF  BIOLOGY,  ON  BEHALF 
OF  THE  JOINT  STEERING  COMMITTEE  FOR  PUBLIC  POLICY 

[1]     Mr-  Chairman  and  members  of  the  Subcommittee,  thank  you 
for  inviting  my  testimony  on  behalf  of  the  FY ' 96  budget  for 
the  National  Institutes  of  Health.     My  name  is  Eric  Lander, 
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and  I  am  here  representing  five  scientific  societies,  the 
American  Society  for  Cell  Biology,  the  American  Society  for 
Biochemistry  &  Molecular  Biology,  the  Biophysical  Society, 
the  Genetics  Society  of  America  and  the  American  Association 
of  Anatomists.  Together,  these  societies  represent  over 
20,000  biomedical  scientists  at  every  major  biomedical 
research  institution  in  the  country.     For  my  own  part,  I 
work  in  the  field  of  human  molecular  genetics — as  a  member 
of  the  Whitehead  Institute  for  Biomedical  Research,  a 
Professor  of  Biology  at  the  Massachusetts  Institute  of 
Technology,  and  Director  of  the  Human  Genome  Center  at  these 
institutions . 

[2]     Mr  Chairman,   as  citizens,  we  appreciate  the  tremendous 
fiscal  pressures  facing  our  nation.     Now  more  than  ever, 
Congress  must  choose  carefully  where  to  spend  limited  funds. 

In  making  these  hard  choices,   it  is  important  to  remember 
that  some  programs  represent  not  spending,  but  rather 
investment — investment  that  pays  real,  measureable  economic 
returns. 

The  nation's  investment  in  basic  biomedical  research 
falls  into  this  category.  It  pays  for  itself  in  real 
dividends:   lives  saved  and  dollars  saved.     Casual  observers 
sometimes  imagine  that  basic  biomedical  research  actually 
drives  health  care  costs  up,  by  inventing  expensive  and 
exotic  therapies.     The  record  tells  a  different  story.  Let 
me  cite  a  few  examples: 

o  NIH-funded  basic  research  led  to  the  use  of  potassium 
citrate  to  prevent  the  reccurence  of  kidneystones .     The  NIH 
invested  $1  million,     As  a  result,  our  country  saves  an 
estimated  $600  million  per  year.     In  economic  terms,  this  is 
an  annuity — with  a  discounted^ present  value  worth  $9  B  to 
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the  US,  nearly  equal  to  the  cost  of  the  NIH  budget  for  one 
year. 

o  Or,  take  the  exciting  discovery  that  stomach  ulcers 
actually  result  from  a  bacterium.     Whereas  previously, 
ulcers  were  previously  treated  with  expensive  interventions 
such  as  surgery,  simpler  antibiotics  can  now  be  used — at  a 
savings  of  about  $700  million.     The  discounted  present  value 
again  pays  for  the  NIH  budget  for  a  year. 

o  NIH  research  also  led  to  a  cheap  diagnosis  and 
treatment  of  hypothyroidism  in  newborns.     Without  treatment, 
these  infants  faced  a  lifetime  of  mental  retardation.  Now, 
97%  of  cases  are  caught  and  prevented — for  an  savings  of 
$200-400  million  every  year.  The  discounted  present  value 
pays  for  the  NIH  budget  for  4  months. 

o  Just  Tuesday,   an  NIH- funded  study  yielded  the  first 
drug  ever  to  treat  sickle  cell  anemia.     A  by-product  of 
cancer  research,  the  drug  cuts  in  the  number  of  painful 
crises  requiring  hospitalization  and  expensive  treatment. 
This  breakthrough  is  so  new  that  its  economic  impact  has  not 
been  fully  reckoned,  but  it  is  staggering. 

o  To  cite  a  last  example:  In  the  last  2  years,  NIH- 
funded  Human  Genome  Project  research  has  led  to  our  finally 
understand  the  causes  of  three  major  diseases  that  extract 
an  intolerable  toll  on  our  health:  breast  cancer,  colon 
cancer,  Alzheimer's  disease.     For  the  first  time,   it  is 
becoming  possible  to  target  cancer  screening  to  those  at  the 
highest  genetic  risk — saving  money  by  focusing  our  resources 
and  by  preventing  disease.     For  the  first  time,   it  is 
possible  to  develop  therapies  aimed  at  the  real  causes. 

When  you  consider  the  NIH  budget,  we  urge  you  to  weigh 
the  returns  on  the  investment  in  basic  research  into  the 
mechanisms  of  disease — an  annuity  of  measurable  gains  in 
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decreased  medical  costs  and  increased  productivity;  an 
annuity  of  immeasurable  gains  in  saved  and  improved  lives.  In 
current  budget  parlance,  weighing  both  costs  and  returns  is 
known  as  "dynamic  scoring."     In  plain  language,   it  is  also 
known  as  common  sense.     In  the  big  picture,  basic  research 
is  a  net  revenue  generater  for  society.     We  stand  ready  to 
help  Congress  reckon  the  true  returns,  so  as  to  justify  the 
investment  even  in  these  tight  times. 

[3]     I'd  like  to  briefly  turn  to  two  other  topics:  one 
popular,  the  other  unpopular. 

o  The  popular  topic  is  young  people.  Fundamental 
biomedical  research  is  currently  undergoing  the  most 
dramatic  revolution  in  history.    With  the  tools  of  molecular 
biology,  the  prospects  for  understanding  disease  are 
breathtaking.     There  is  a  generation  of  young  scientists 
today  who  see  the  future  and  want  to  devote  their  lives  to 
it. 

As  you  know,  prospective  investigators  compete  for  NIH 
funding  through  a  rigorous  peer  review  mechanism — highly 
respected  by  other  federal  agencies  and  resulting  in  very 
high  productivity.  Competition  is  healthy.     But,   if  the  odds 
of  winning  a  grant  are  too  long,  our  best  and  brightest 
young  people  leave  the  field  or  are  discouraged  from  ever 
approaching  biomedical  research  as  a  career.     Today,  the  NIH 
can  fund  only  15%  of  meritorious  applications — down  from  25% 
some  years  ago.  A  recent  study  by  the  National  Academy  of 
Sciences  indicates  that  young  scientists — who  typically  have 
the  most  creative  ideas  and  greatest  energy — are  not 
applying  for  grant  support.     The  NIH  budget  sends  a  clear 
signal  to  the  young  people  about  our  nation's  priorities;  it 
is  a  message  to  the  future. 
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0  The  second  subject  is  less  popular:  indirect  costs. 
As  you  know,  over  70%  of  the  NIH  budget  supports  science  at 
universities  and  research  institutes  throughout  the  country. 
The  NIH  support  covers  both  direct  costs,  such  as  testtubes  and 
chemicals  and  indirect  costs ,  which  includes  the  heating, 
lighting,  waste  disposal,  and  security,  as  well  as  the 
construction  and  maintenance  of  the  facilities  in  which 
research  is  performed.  With  this  system,  the  federal 
government  has  been  a  partner  with  public  and  private 
institutions  to  create  and  maintain  the  infrastructure  for 
cutting  edge  research. 

Of  late,  there  is  a  misconception  that  indirect  costs 
are  not  real  costs,  that  they  are  bloated,  that  universities 
could  simply  absorb,  that  capping  indirect  costs  would  not 
hurt  science  or  scientists.    This  is  simply  not  true. 

1  realize  that  simply  capping  indirect  costs  at  some 
arbitrary  level  sounds  like  an  easy  solution.     But,  the 
consequences  to  the  research  enterprise  would  be 
devastating — leading  to  a  contraction  in  the  research 
infrastructure  of  this  nation,  in  an  indiscriminate, 
unplanned  and  inefficient  way.     If  you  have  concerns  about 
waste  in  indirect  costs,  we  urge  you  to  address  them 
directly  by  modifying  the  guidelines  to  ensure  that  the 
government  pays  only  for  the  true  indirect  costs  associated 
with  research.  We  stand  ready  to  work  with  you  to  design 
changes  that  impact  scientific  productivity  as  little  as 
possible,  and  are  as  fair  as  possible. 

[4]     I  wish  that  I  had  a  way  to  tell  you  how  to  get  the  same 
research  for  less  money.     I  wish  one  could  fund  just  the 
research  leading  to  breakthroughs,  just  the  research  that 
would  save  society  costs.     Unfortunately,  that's  just  not 
the  way  fundamental  basic  research  works.     Solutions  come 
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from  unexpected  directions,  they  come  from  understanding 
systems  so  thoroughly  that  we  find  the  unsuspected  Achilles' 
heel  in  a  disease.     The  importance  of  any  particular 
scientific  discovery  is  usually  not  immediately  apparent. 

o  In  the  1970s,  Congress  declared  a  War  on  Cancer. 
Unforeseeably ,  that  war  gave  us  precisely  the  tools  to 
identify  the  AIDs  virus  when  it  came  along  and  has  given  us 
our  best  tools  to  fight  it. 

o  In  the  1980s,  the  NIH  funded  research  into  the  arcane 
topic  of  DNA  repair  systems.     Only  last  year,  we  found  out 
that  this  turns  out  to  be  the  key  to  colon  cancer. 
[5]     In  closing,  we  urge  you  to  uphold  the  great  American 
tradition  of  investing  in  basic  biomedical  research.     It  is 
an  investment  that  reaps  real,  measurable  financial  returns 
to  society.  In  particular,  we  urge  you  to  support  the 
recommendation  of  the  Federation  of  American  Societies  for 
Experimental  Biology's  recommendation  to  appropriate  $12.46 
billion  to  the  NIH  for  FY96. 

Thank  you  once  again  for  inviting  me  to  appear  before 
the  committee.     I'd  be  glad  to  answer  any  questions. 


STATEMENT  OF  JUVENILE  DIABETES  FOUNDATION  INTERNATIONAL 

The  Juvenile  Diabetes  Foundation  International  (JDF)  is  grateful  for  this  opportunity  to 
present  its  views  regarding  fiscal  year  (FY)  1996  appropriations  for  the  National 
Institutes  of  Health  and  the  Centers  for  Disease  Control.  JDF  is  a  voluntary  health 
organization  comprised  of  over  1 10  chapters  and  affiliates  throughout  the  U.S.  and  the 
world  dedicated  to  the  discovery  of  a  cure  for  diabetes  and  prevention  of  its 
complications  through  the  funding  of  basic  and  applied  medical  research. 

The  Impact  of  Diabetes 

Diabetes  is  a  major  public  health  problem  which  affects  approximately  14  million 
Americans.  An  estimated  650,000  new  cases  of  diabetes  will  be  diagnosed  this  year 
alone.  A  recent  study  conducted  by  Lewin-VHI,  Inc.  concluded  that  the  total  annual 
health  care  costs  attributable  to  diabetes  exceed  $105  billion.  In  other  words,  this  study 
found  that  health  care  expenditures  for  people  with  diabetes  constituted  about  one  in 
seven  health  care  dollars  spent.  In  1992,  while  people  with  diabetes  constituted  about  4.5 
percent  of  the  U.S.  population,  they  accounted  for  14.6  percent  of  total  national  health 
care  expenditures.  Clearly,  a  cure  for  diabetes  could  result  in  massive  savings  in  health 
care  spending  in  this  country. 
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In  addition  to  the  economic  costs,  diabetes  has  tremendous  human  costs.  Consider  the 

following: 

•  Diabetes  is  the  fourth  leading  cause  of  death  by  disease  in  the  U.S.,  and  studies  have 
shown  that  it  reduces  life  expectancy  by  up  to  30  percent.  This  year  alone,  more  than 
160.000  Americans  will  die  from  the  disease  and  its  complications. 

•  Diabetes  is  the  number  one  cause  of  new  blindness  in  people  between  the  ages  of  20 
and  74.  Each  year,  between  15,000  and  39,000  people  lose  their  sight  because  of 
diabetes. 

•  Ten  percent  of  all  people  with  diabetes  develop  kidney  disease.  Nearly  30  percent  of 
all  new  dialysis  patients  have  diabetes.  Treatment  costs  for  these  patients  are  in 
excess  of  $1  billion  per  year. 

•  People  with  diabetes  are  2  to  4  times  more  likely  to  die  from  heart  disease.  People 
with  diabetes  are  5  times  more  likely  to  have  a  stroke. 

•  Diabetes  is  the  leading  cause  of  non-traumatic  amputations.  Over  54,000  diabetes- 
related  amputations  are  performed  each  year  at  a  cost  of  over  $500  million. 

•  Approximately  40.000  babies  are  born  each  year  to  women  with  overt  or  gestational 
diabetes.  These  infants  experience  a  disproportionately  high  rate  of  mortality,  birth 
defects  and  other  anomalies,  respiratory  distress,  prematurity  and  other  serious 
medical  problems.  The  estimated  costs  of  these  complications  range  from  $10,000 
for  the  first  week  of  life  to  $1  million  for  lifetime  care. 

•  Diabetes  is  a  leading  risk  factor  for  premature  development  of  heart  disease  in 
women. 

•  The  prevalence  of  diabetes  is  50-60  percent  higher  in  African  Americans  than  in 
whites.  African  American  women  are  twice  as  likely  to  be  afflicted  with  diabetes 
than  white  women. 

•  Americans  of  Latin  ancestry,  the  fastest  growing  minority  in  the  U.S.,  are  about  three 
times  as  likely  to  develop  diabetes  than  non-Latins. 

•  Native  Americans  have  a  33-50  percent  higher  chance  of  developing  diabetes;  43.4 
percent  of  Pima  Indians  develop  diabetes. 

Research  Progress 

Fortunately,  these  grim  facts  and  figures  do  not  tell  the  entire  story  of  diabetes  over  the 
past  twenty-five  years.  Since  publication  of  the  first  Long  Range  Plan  to  Combat 
Diabetes  in  1975.  the  federal  government  —  as  the  result  of  congressional  appropriations 
--  has  invested  over  $3  billion  in  diabetes  research.  We  are  pleased  to  report  that  this 
huge  investment  has  led  to  tremendous  advances  in  the  treatment  of  this  devastating 
illness.  Moreover,  many  scientists  today  are  optimistic  that  we  are  within  reach  of 
preventing,  and  ultimately  curing,  diabetes. 

Indeed,  all  of  the  following  research  advances  have  been  made  through  the  federal 
investment  in  medical  research: 


•    Results  of  the  10-year  Diabetes  Control  and  Complications  Trial  (DCCT)  indicate 
that  very  tight  control  of  blood  glucose  levels,  something  which  is  very  difficult  to 
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accomplish  with  existing  methods,  dramatically  reduces  the  risk  of  developing  the 
life-threatening  complications  of  diabetes. 

•  Development  of  laser  photocoagulation  procedures  has  reduced  the  risk  of  blindness 
from  diabetic  eye  disease. 

•  Researchers  recently  discovered  that  a  drug  currently  used  to  treat  high  blood 
pressure,  Captopril,  also  reduces  the  risk  of  kidney  failure  in  persons  with  diabetes  by 
as  much  as  50  percent. 

•  Antibody  tests  have  been  developed  that  can  identify  individuals  at  high  risk  of 
developing  Type  I  diabetes. 

•  Type  I  diabetes  in  animals  has  been  prevented  or  delayed  by  injection  of  several 
target  antigens,  including  insulin  and  the  enzyme  glutamic  acid  decarboxylase 
(GAD),  which  interferes  with  the  immune  destruction  of  pancreatic  islet  cells. 

•  Six  genetic  markers  involved  in  the  development  of  Type  I  diabetes  have  been 
discovered. 

•  Micro  encapsulation  is  being  studied  as  a  way  of  preventing  the  rejection  and 
autoimmune  destruction  of  transplanted  human  islet  cells  in  people  with  Type  I 
diabetes. 


JDF's  Public-Private  Partnerships 

While  JDF  has  been  a  long-time  advocate  of  federal  support  for  biomedical  research,  the 
organization  has  attempted  to  do  its  part  to  promote  research  towards  a  cure.  JDF  views 
medical  research  as  the  collaborative  responsibility  of  both  the  public  and  private  sectors. 
Toward  this  end,  JDF  has  been,  over  its  25  year  history,  the  largest  non-governmental 
contributor  to  diabetes  and  diabetes-related  research  in  the  world.  In  addition  to  these 
efforts,  JDF  is  in  the  midst  of  a  Capital  Campaign  to  raise  $100  million  directed  toward 
funding  of  large  interdisciplinary  research  programs.  This  approach  arose  out  of  a 
recommendation  from  the  1987  National  Diabetes  Advisory  Board  Long  Range  Plan  to 
Combat  diabetes. 

As  part  of  this  effort,  JDF  has  entered  into  innovative  joint  research  partnerships  with  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK),  the  National 
Eye  Institute,  the  National  Heart,  Lung,  and  Blood  Institute  and  most  recently  the 
National  Institute  of  Allergy  and  Infectious  Diseases.  JDF  is  currently  finalizing  a 
similar  partnership  with  the  Department  of  Veterans  Affairs.  These  jointly  funded 
Centers  of  Excellence  bring  together  basic  scientists-cell  biologists,  molecular 
biologists,  and  geneticists-with  diabetes  researchers  and  clinicians  for  an 
interdisciplinary  approach  to  basic  and  applied  diabetes  research. 


The  Critical  Role  of  the  NIH 

During  the  current  effort  to  reduce  the  federal  budget  deficit,  it  is  important  that  policy 
makers  understand  the  numerous  economic  benefits  of  medical  research.  Indeed,  an 
investment  in  medical  research  must  be  an  integral  component  of  any  effort  to  contain 
federal  spending  in  the  future.  There  is  a  good  deal  of  data  suggesting  that  an  investment 
in  health  research  yields  substantial  savings  in  costs  of  health  treatment.  For  example, 
experts  estimate  that  for  every  $1  invested  in  medical  research,  $8  is  saved  in  health  care 
costs. 
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Yet  the  value  of  biomedical  research  goes  far  beyond  our  ability  to  cure  devastating 
diseases  and  achieve  savings  in  health  care  costs.  The  American  biotechnology  industry 
is  one  of  the  fastest  growing  components  of  the  U.S.  economy,  and  is  critical  to  our 
status  as  a  global  leader  and  a  competitive  player  in  the  exploding  technological  field. 
But  a  lack  of  adequate  federal  funding  for  biomedical  research  jeopardizes  the  viability 
of  this  promising  sector  of  our  economy. 

Finally,  much  of  the  medical  research  currently  funded  through  the  NIH  would  not  be 
conducted  with  a  diminished  federal  commitment.  Private  industry,  which  currently 
funds  a  great  deal  of  applied  and  clinical  research,  would  find  basic  research  far  too  risky 
an  enterprise  since  there  are  no  assurances  that  such  research  will  produce  a  marketable 
and  profitable  product  or  procedure.  We  know  from  experience  that  the  precise  path  of 
medical  discovery  cannot  be  predicted;  research  leads,  which  must  be  pursued  as  they 
develop,  occasionally  result  in  dead  ends  but  more  often  create  new  lines  of  inquiry  to  be 
explored.  Basic  research  in  one  area  can  fortuitously  lead  to  addvances  in  others,  and 
must  be  advanced  through  federal  support. 

FY  1996  Recommendations  for  NIH 

If  we  are  to  truly  capitalize  on  existing  research  opportunities,  the  federal  commitment  to 
NIH  must  be  enhanced.  In  this  regard,  JDF  played  a  leadership  role  in  legislative  efforts 
last  year  to  establish  a  Medical  Research  Fund,  which  would  have  enhanced  support  for 
the  NIH  by  over  60  percent. 

•  While  we  believe  that  the  nation  would  benefit  from  a  much  greater  increase  in 
funding  for  NIH,  JDF  recommends  that,  at  a  minimum,  Congress  fund  NIH  overall  at 
a  level  of  $12.2  billion,  an  8  percent  increase  over  last  year's  amount.  We 
acknowledge  the  difficulty  the  new  Congress  faces  in  attempting  to  balance  the 
federal  budget.  However,  for  the  reasons  stated  previously,  we  hope  that  the 
Congress  will  continue  the  progress  that  has  already  been  made  at  the  NIH. 

•  For  NIDDK,  JDF  recommends  an  appropriation  of  $827  million,  which  represents  an 
increase  of  12  percent.  This  level  represents  the  amount  that  NIDDK's  leadership 
believes  the  Institute  could  spend  in  FY  1996  on  scientifically  meritorious  research, 
and  would  result  in  a  success  rate  of  28  percent  for  research  grant  applications 
submitted  to  the  Institute. 

•  JDF  also  urges  Congress  to  continue  the  current  level  of  support  for  research  into  the 

•  Finally,  along  with  the  American  Diabetes  Association,  JDF  recommends  a  funding 
level  of  $60  million  for  the  CDC  Division  of  Diabetes  Translation. 


STATEMENT  OF  KEEPERS  OF  THE  TREASURES:  CULTURAL  COUNCIL 
OF  AMERICAN  INDIANS,  ALASKA  NATIVES,  AND  NATIVE  HAWAIIANS 

Keepers  of  the  Treasures  asks  this  Subcommittee  to  recommend  that  the 
budget  of  the  Administration  for  Native  Americans  (ANA)  be  increased  by  $4.5 
million  for  grants  pursuant  to  the  Native  American  Languages  Act  of  1992.  Pub.  L 
102-524.  This  act  authorizes  ANA  to  make  grants  to  Indian  tribes,  Alaska  Native 
villages  and  corporations,  and  Native  Hawaiian  organizations  for  the  purpose  of 
"assisting  Native  Americans  in  assuring  the  survival  and  continued  vitality  of 
Native  languages." 
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Keepers  of  the  Treasures  is  a  national  intertribal  organization  founded  in  1991 
as  a  nonprofit  educational  and  charitable  corporation,  dedicated  to  supporting  and 
assisting  the  preservation,  maintenance  and  revitalization  of  the  cultural  lifeways  of 
American  Indians,  Alaska  Natives,  and  Native  Hawaiians. 

The  Native  American  Languages  Act  of  1992  is  similar  in  purpose  to  an  Act  of 
the  same  name  that  was  enacted  in  1990.  Pub.  L.  101-477.  The  1990  Act  proclaimed 
that  it  is  "the  policy  of  the  United  States  to  preserve,  protect,  and  promote  the  rights 
and  freedom  of  Native  Americans  to  use,  practice,  and  develop  Native  American 
languages."  25  U.S.C.  §  2903.  The  1990  statute  proclaimed  policy,  but  did  not 
authorize  funding.  The  1992  statute  authorized  funding  to  implement  the  policy. 

In  FY  1994  ANA  made  available,  for  the  first  time,  funding  for  native 
language  projects.  The  amount  of  funding  available  was  $1  million.  ANA  received 
over  100  applications  and  made  18  grants  for  native  language  projects.  We 
understand  that  the  number  of  applications  for  FY  1995  native  language  grants  is 
expected  to  greatly  exceed  the  number  of  FY  1994  applications. 

Maintaining  the  viability  of  Native  languages  is  essential  if  American  Indian, 
Alaska  Native  and  Native  Hawaiian  peoples  are  to  have  any  realistic  opportunity  to 
maintain  their  unique  cultures.  Many  aspects  of  tribal  cultures  simply  cannot  be 
transmitted  from  one  generation  to  the  next  except  through  the  use  of  tribal 
languages.  The  importance  of  preserving  tribal  languages  was  emphasized  in  a 
report  submitted  to  Congress  in  September  1990,  entitled  Keepers  of  the  Treasures:  . 
Protecting  Historic  Properties  and  Cultural  Traditions  on  Indian  Lands.   That  report 
found,  not  surprisingly  given  that  in  the  past  the  federal  government's  policies 
discouraged  or  forbid  the  use  of  tribal  languages,  that  "In  many  tribes,  only  a 
handful  of  elders  remain  who  can  speak  their  language  fluently  ands  know  the 
'higher'  levels  of  language  used  in  oral  tradition  and  the  conduct  of  ceremonies." 
Keepers  Report,  at  page  29.  That  report  also  found  that  many  of  the  cultural 
preservation  programs  that  tribes  have  supported  with  their  own  limited  resources 
have  focused  on  language  preservation. 

The  report  of  the  1991  White  House  Conference  on  Indian  Education,  which 
was  released  in  May  1992,  entitled  Indian  Nations  at  Risk,  also  emphasized  the 
importance  of  maintaining  the  viability  of  tribal  languages.  Among  the 
recommendations  of  that  report  was  that  Congress  enact  legislation  to  implement 
Public  Law  101-477,  the  1990  Native  American  Languages  Act.  The  enactment  of  the 
1992  Act  carried  out  this  recommendation.  Now  we  call  on  this  Subcommittee  to 
take  the  next  step  and  recommend  appropriations  to  implement  the  proclaimed 
federal  policy  of  supporting  the  efforts  of  American  Indian,  Alaska  Native  and 
Native  Hawaiian  peoples  to  preserve  their  Native  languages  as  part  of  their  living 
cultures.   

STATEMENT  OF  THE  LEGAL  ACTION  CENTER 

Thank  you  for  the  opportunity  to  submit  testimony  on  FY  1996  appropriations  for  drug  and 
alcohol  treatment  and  prevention  programs  within  the  Department  of  Health  and  Human  Services 
and  specifically  those  funded  through  the  Substance  Abuse  and  Mental  Health  Services 
Administration  (SAMHSA)  and  the  Department  of  Education's  Safe  and  Drug  Free  Schools  and 
Communities  Program. 

This  testimony  is  submitted  by  the  Legal  Action  Center,  a  not-for-profit  law  and  public  policy 
office  that  specializes  in  drug,  alcohol,  AIDS  and  criminal  justice  issues,  and  the  National 
Coalition  of  State  Alcohol  and  Drug  Treatment  and  Prevention  Associations,  a  coalition  of  32 
state  treatment  and  prevention  associations  from  around  the  country.  These  associations 
represent  the  individuals  on  the  front  lines  of  treatment  and  prevention  activities  who,  on  a  daily 
basis,  confront  the  dramatic  need  to  bolster  existing  services  to  meet  the  complex  needs  of 
individuals  and  families  with  drug  and  alcohol  problems. 
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The  SAMHSA  programs  are  scheduled  for  reauthorization  this  year.  It  is  clear  that  the 
appropriations  process  will  be  completed  before  reauthorization.  The  Administration  has 
proposed  consolidating  the  prevention  and  treatment  demonstration  programs  and  eventually 
moving  them  into  the  Substance  Abuse  Block  Grant.  The  authorizing  committees  in  Congress 
are  also  seriously  considering  consolidation  of  these  programs.  We  urge  the  Subcommittee  to 
appropriate  the  funds  necessary  to  carry  out  these  critical  prevention  and  treatment  activities 
regardless  of  how  the  programs  are  ultimately  organized. 

I.  Overview  of  the  Problem  and  Cost  Savings  of  Prevention  and  Treatment 

Prevention  and  treatment  produce  immediate  cost-savings  to  the  taxpayer.  Alcohol  and  drug 
problems  are  among  our  nation's  most  serious  and  costly  health  issues.  Untreated  drug  and 
alcohol  problems  cost  at  least  $166  billion,  or  $700  for  each  American,  annually,  in  health  care, 
criminal  justice,  social  and  lost  productivity  costs.  At  the  same  time,  we  know  that  treatment 
and  prevention  are  effective  and  critical  in  preventing  AIDS,  alcohol  and  drug  related  birth 
defects  and  other  serious  health  problems  and  reducing  domestic  violence,  homelessness,  and 
crime.  In  fact,  studies  conclude  that  we  save  $7  for  every  $1  we  invest  in  treatment,  and 
much  of  this  savings  is  immediate. 

Alcohol  and  drug  prevention  and  treatment  are  essential  components  of  our  nation's  effort  to 
control  soaring  health  care  costs,  reduce  crime  and  help  families  move  off  welfare  and  into  the 
workplace.  None  of  our  public  policies  on  health,  crime  or  social  welfare  will  work  unless  the 
drug  and  alcohol  component  of  these  problems  is  addressed  and  support  provided  for  a  full 
continuum  of  effective  prevention,  intervention  and  treatment  services. 

Numerous  studies  have  established  that  different  types  of  prevention  and  treatment  are  cost- 
effective  in  reducing  drug  and  alcohol  use  and  increasing  an  individual's  chances  of  leading  a 
drug-free,  crime-free  and  more  productive  life. 

For  example: 

A.  Prevention  Reduces  Alcohol  and  Drug  Use  By  Young  People 

•  A  1994  Cornell  University  study  of  6,000  students  found  that  the  odds  of  drinking 
or  using  marijuana  were  40%  lower  among  kids  who  participated  in  a  prevention 
program  during  7th,  8th  and  9th  grades  than  those  who  did  not. 

B.  Treatment  Reduces  Other  Costly  Health  Care  Expenditures 

•  On  average,  untreated  alcoholics  incur  general  health  care  costs  that  are  at  least 
100%  higher  than  those  of  nonalcoholics.  After  treatment  of  the  addiction, 
reduction  in  days  lost  to  illness,  sickness  claims  and  hospitalizations  drops  by 
about  50%. 

•  Before  treatment,  family  members  of  alcohol  and  drug  dependent  people  use 
health  services  at  a  significantly  higher  rate  than  individuals  in  families  without 
drug  or  alcohol  dependent  members.  One  study  found  that  the  decline  in  health 
care  utilization  by  the  family  after  treatment  of  the  alcoholic  or  drug  addict  was 
just  over  50%. 

C.  Treatment  Reduces  Crime  and  Criminal  Justice  Costs 

•  Virtually  all  economic  measures  show  that  the  burden  of  crime  and  other 
economic  consequences  of  drug  abuse  are  lower  after  treatment  than  before. 
Costs  of  drug  abuse  to  law  abiding  citizens  fall  by  about  20%,  costs  to  victims 
decline  by  about  30%,  criminal  justice  costs  fall  about  24%  and  the  costs  of  theft 
fall  about  11%. 
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•  The  CALDATA  study,  a  comprehensive  treatment  follow-up  study  of 
approximately  3,000  individuals,  found  that  criminal  activity  declined  by  66% 
following  treatment,  and  that  each  day  of  treatment  paid  for  itself  on  the  day  the 
treatment  was  delivered,  primarily  through  the  avoidance  of  crime. 

D.      Treatment  Enables  People  to  Work  and  Care  for  Their  Families 

•  In  Minnesota,  the  full-time  employment  rate  among  treatment  clients  in  the  public 
system  increased  by  18.1  percent  in  the  six  months  after  treatment  compared  to 
six  months  before  treatment. 

•  In  California,  treatment  had  a  positive  effect  on  employment,  and  demonstrated 
that  even  the  most  impaired  individuals  could  enter  the  workforce  if  they 
participated  in  treatment  and  rehabilitation. 

Although  treatment  and  prevention  are  wise  investments,  the  nation  has  been  using  most  of  its 
resources  to  pay  for  the  consequences  of  drug  and  alcohol  problems  through  increased  medical 
care,  crime  and  welfare.  A  1990  Institute  of  Medicine  (IOM)  report,  Treating  Drug  Problems, 
concluded  that  there  were  dramatic  shortages  in  treatment  throughout  the  country,  particularly 
for  women  with  children,  adolescents  and  individuals  in  the  criminal  justice  system.  The  IOM 
outlined  three  strategy  options  for  filling  in  the  gaps,  ranging  from  an  annual  operating  increase 
over  FY  1989  funding  of  $2.2  billion,  plus  a  $1  billion  one-time  investment  to  an  increase  of 
$1  billion  with  an  additional  $0.5  billion  one-time  investment. 

While  we  realize  it  will  take  time  to  build  an  adequate  service  system  to  prevent  and  treat 
alcohol  and  drug  problems,  we  urge  Congress  to  invest  in  these  programs.  They  save  lives  and 
communities.  As  a  recent  RAND  study  concluded,  treatment  is  seven  times  more  cost  effective 
than  the  most  effective  supply-side  strategy  in  reducing  cocaine  use. 

II.  FY  1996  Appropriations  Recommendations 

A.  Substance  Abuse  Block  Grant 

We  recommend  $1,794,107,000  for  the  Substance  Abuse  Block  Grant,  an  increase  of  $500 
million  over  FY  1995.  We  oppose  the  Senate's  recommendation  to  cut  $13.4  million  of  FY 
1995  funds  from  the  Substance  Abuse  Block  Grant.  These  funds  are  critical  to  welfare 
reform,  crime  reduction  and  health  care  cost  containment.  Many  people  seek  treatment  but 
cannot  gain  admission  to  over  crowded  publicly  funded  services.  The  Substance  Abuse  Block 
Grant  is  the  primary  source  of  federal  funding  for  alcohol  and  drug  treatment  and  prevention 
services  across  the  country.  It  accounts  for  over  1/3  of  public  funding  for  prevention  and 
treatment  services  nationwide.  In  many  states,  the  Substance  Abuse  Block  Grant  is  the 
foundation  for  the  treatment  and  prevention  infrastructure.  Without  these  funds,  state  service 
delivery  systems  would  simply  fall  apart. 

Demands  on  the  publicly  funded  system  will  continue  to  increase  with  new  federal  and  state 
reforms.  The  publicly  funded  treatment  system  serves  individuals  with  the  most  chronic  and 
complex  health  problems.  Individuals  entering  treatment  have  a  multitude  of  serious  health  and 
mental  health  problems,  such  as  tuberculosis,  AIDS  and  depression,  that  make  substance  abuse 
treatment  more  expensive  and  complicated.  Treating  these  individuals  requires  trained  and 
experienced  staff  and  strong  working  relationships  with  other  health  and  social  service  programs. 

In  addition,  the  publicly  funded  treatment  system  is  the  safety  net  provider  for  privately  insured 
individuals  who  have  little  or  no  coverage  for  addictions  treatment  and  Medicaid  beneficiaries 
who  have  limited  coverage  through  Medicaid  managed  care  plans. 

This  funding  increase  is  necessary  to  begin  to  meet  the  current  demand  for  services,  some  of 
which  results  from  recent  and  proposed  legislative  changes  affecting  welfare  and  SSI  recipients. 
Currently,  there  are  over  100,000  individuals  on  waiting  lists  to  get  into  alcoholism  and  drug 
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addictions  treatment.  There  are  an  estimated  226,300  women  on  AFDC  who  will  need  treatment 
before  they  can  successfully  move  off  of  welfare  and  another  122,587  individuals  in  the  SSI  and 
SSDI  programs  who  are  required  to  be  in  treatment  as  a  condition  of  receiving  their  benefits. 

B.  Center  for  Substance  Abuse  Treatment  (CS AT) /Treatment  Grants 

We  urge  the  Subcommittee  to  provide  $250  million,  an  increase  of  $25.5  million  over  FY 
1995  funding,  for  the  Center  for  Substance  Abuse  Treatment  (CSAT)/Treatment  Grants. 
CSAT  funds  critical  and  innovative  demonstration  programs  throughout  the  country  that  provide 
comprehensive  services  for  a  number  of  populations  including  pregnant  women  and  their 
children,  individuals  in  the  criminal  justice  system  and  individuals  at  risk  for  contracting  HIV 
disease.  These  demonstrations  are  essential  for  developing  new  and  innovative  treatment 
approaches,  linking  drug  and  alcohol  treatment  with  other  health  and  social  services  and 
improving  our  knowledge  about  what  works  in  treating  individuals  and  families. 

This  funding  increase  would  restore  the  $20  million  that  was  cut  from  CSAT  Treatment 
Programs  in  FY  1995  and  provide  a  modest  increase  for  CSAT  grant  programs. 

C.  Center  for  Substance  Abuse  Prevention  (CSAP)/Prevention  Grants 

We  urge  the  Subcommittee  to  provide  $289  million,  an  increase  of  about  $50  million  over 
FY  1995  funding,  for  the  Center  for  Substance  Abuse  Prevention  (CSAP).  CSAP  is  the  lead 
federal  agency  for  alcohol  and  drug  prevention.  CSAP  supports  the  development  and  evaluation 
of  comprehensive  prevention  programs  and  strategies,  which  include  individual,  community  wide 
and  workplace  focused  approaches.  CSAP  also  supports  extensive  public  education,  knowledge 
dissemination  and  training  efforts  to  prevent  drug  and  alcohol  problems. 

This  funding  increase  and  commitment  to  prevention  is  needed  now  more  than  ever.  The  most 
recent  High  School  Senior  Survey  showed  an  increase  in  the  use  of  drugs  and  alcohol  by  youth, 
while  fewer  perceived  the  use  of  illicit  drugs  to  be  harmful.  This  additional  funding  will  help 
to  counter  the  alarming  increase  in  the  use  of  marijuana,  cocaine,  crack,  LSD,  stimulants  and 
inhalants  among  8th,  10th  and  12th  graders.  It  will  also  support  prevention  programs  for  young 
people  in  high  risk  environments  including  public  housing,  juvenile  detention,  runaway  and 
homeless  shelters  and  neighborhoods  with  high  levels  of  drug  trafficking. 

D.  Department  of  Education  —  Safe  and  Drug  Free  Schools  and  Communities  Program 

We  recommend  $532  million  for  the  Safe  and  Drug  Free  Schools  and  Communities  Act,  a 
$50  million  increase  over  FY  1995.  Effective  education  and  outcome  focused  prevention  efforts 
will  reduce  the  use  of  alcohol  and  drugs,  just  as  they  have  cut  tobacco  use.  Research  indicates 
that  teaching  children  practical  strategies  to  resist  drug  use  --  social  influence  and  life  skills 
training  -  are  effective  prevention  tools,  particularly  if  reinforced  by  family  and  community 
involvement.  Student  Assistance  Programs  (SAP's)  and  other  school -based  early  intervention 
counseling  programs  are  also  extremely  effective  in  assisting  high-risk  youth  who  come  from 
families  with  alcohol  and  drug  problems  or  are  using  drugs  and  alcohol  themselves,  especially 
when  such  services  are  provided  within  a  comprehensive  community  based  program. 

We  oppose  the  House's  action  to  rescind  all  funding  for  the  Safe  and  Drug  Free  Schools 
and  Communities  Program  and  the  Senate's  recommendation  to  eliminate  $100  million  from 
this  program.  We  do,  however,  encourage  that  this  program  be  closely  monitored  to  ensure 
that  resources  are  not  spent  on  activities  that  have  not  been  evaluated  or  have  proven  ineffective 
in  reducing  drug  and  alcohol  use. 

*  *  » 

National  leadership  on  drug  and  alcohol  treatment  and  prevention  is  needed  now  more  than  ever 
to  respond  to  increased  drug  and  alcohol  use  and  the  nation's  need  to  reduce  public  expenditures 
for  health  care,  welfare,  and  crime.  These  efforts  will  fail  without  a  comprehensive  strategy  to 
prevent  and  treat  drug  and  alcohol  problems.  We  cannot  afford  to  cut  back  on  our  nation's 
commitment  to  tackling  these  significant  public  health  problems.  We  urge  you  to  provide  the 
needed  funding  for  these  critical  services. 
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STATEMENT  OF  PAUL  A.  HANLE,  EXECUTIVE  DIRECTOR,  MARYLAND 
SCIENCE  CENTER 

Thank  you,  Chairman  Specter,  for  providing  me  the  opportunity  to 
submit  testimony  to  your  Subcommittee  this  year. 

My  name  is  Paul  Hanle  and  I  am  Executive  Director  of  the  Maryland 
Science  Center.  The  Maryland  Science  Center  is  located  on  the 
Inner  Harbor  in  the  City  of  Baltimore.  Our  Science  Center  annually 
serves  over  700,000  people. 

I  am  submitting  this  testimony  on  behalf  of  the  members  of  the 
National  Health  Sciences  Consortium,  an  organization  of  nine 
leading  science  centers  located  throughout  the  United  States. 
These  centers  are  collectively  dedicated  to  infusing  health 
sciences  into  the  nation's  science  museums. 

Science  museums  communicate  complex  information  to  a  broad  section 
of  the  American  public.  These  museums  have  pioneered  the 
development  of  informal  education  programming  that  provides 
substantive  learning  experiences  in  entertaining  and  engaging 
settings.  Science  museums  occupy  positions  of  stature  and  respect 
in  their  communities:  they  are  regarded  as  impartial  and 
authoritative  sources  of  reliable  information  about  scientific  and 
medical  topics.  Science  museums  reach  out  to  all  segments  of  the 
public,  including  those  not  being  adequately  served  by  traditional 
health  education  programs,  such  as  those  in  schools  or  community 
clinics . 

I  am  aware  that  several  of  my  colleagues  in  the  science  museum 
community  have  testified  before  this  Subcommittee  in  previous  years 
to  discuss  the  role  of  science  museums  in  public  health  education. 
Today  I  will  provide  you  a  status  report  on  our  Consortium's 
ongoing  efforts  to  involve  science  museums  in  the  health  sciences 
and  public  health  education. 

Several  years  ago  this  Subcommittee  provided  funding  for  the 
Centers  for  Disease  Control  and  Prevention  (CDCP)  to  support  an 
innovative  effort  to  involve  science  museums  in  AIDS  public 
education.  CDCP  helped  fund  the  initial  work  of  our  predecessor 
group,  the  National  AIDS  Exhibit  Consortium.  The  work  of  the 
Consortium  has  been  a  resounding  success,  as  measured  by  the  reach 
of  its  programs  to  five  million  individuals  to  date  visiting 
innovative  exhibits  that  offer  striking  and  memorable  experiences 
to  visitors.  The  members  of  that  Consortium  formed  the  current 
National  Health  Sciences  Consortium  in  1994. 

As  you  may  know,  the  health  sciences  have  not  been  as  well 
represented  in  science  museums  as  the  physical  sciences.  Also,  the 
science  museum  community  has  traditionally  not  been  directly 
involved  in  public  health  education. 

The  national  effort  to  teach  Americans  to  understand  and  prevent 
the  spread  of  AIDS  provided  an  excellent  opportunity  for  the 
science  museum  community  to  meet  the  challenge  of  presenting  health 
sciences  with  the  same  success  as  they  present  the  physical 
sciences.  The  work  of  the  AIDS  Exhibit  Consortium  also 
demonstrated  that  science  museums  can  participate  as  partners  with 
Public  Health  Services  agencies  to  support  national  public  health 
education  efforts.  The  $2.2  million  federal  investment  in  this 
effort  leveraged  over  $4  million  in  private  funds,  all  of  which 
were  directed  to  involving  science  museums  in  meeting  the  public 
health  education  goals  in  Healthy  People  2000. 


The  AIDS  Exhibit  Consortium  program  is  now  reaching  millions  of 
Americans   throughout  the  United  States.        Through  this  program 
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parents,  teachers  and  youth  are  improving  their  understanding  ot 
how  to  change  behavior  to  prevent  the  spread  of  the  HIV  virus. 
Visitors  to  AIDS  exhibits  are  learning  about  the  biology  of  HIV  and 
about  the  federally- funded  national  commitment  to  discover  a 
vaccine . 

Evaluations    of    this    program    are    very    positive.        Results  of 
evaluations   research  on  the  major  exhibit   "What  About  AIDS"  for 
example,    show  that  visitors  are  highly  engaged  by  materials  that 
they  chose  to  view.    Nearly  80%  reported  that  they  had  learned  new 
information  or  gained  new  insights  on  HIV. 

Through  this  program,  our  nation's  science  museums  are  making  a 
substantial  contribution  to  national  AIDS  public  education 
objectives.  As  a  result  of  the  work  of  the  Consortium,  science 
museums  have  demonstrated  a  usefulness  as  interpreters  for  the 
public  of  complex  and  sometimes  controversial  public  health  issues. 

Science  museums  offer  a  creative  and  highly  effective  learning 
environment    for    students    and    families.  Science    museums  are 

increasingly  viewed  as  important  partners  in  federal  efforts  in 
national  public  health  education.  Science  museums  are  willing  and 
currently  under-utilized  partners. 

The  National  Health  Sciences  Consortium  has  been  working  during  the 
past  two  years  with  the  NIH  Office  of  Research  on  Women's  Health  to 
establish  a  women's  health  education  program  in  science  museums. 
This  initiative  will  reach  tens  of  millions  of  Americans  with 
information  on  current  developments  in  women's  health  research.  It 
will  interpret  research  findings  to  the  diverse  general  audiences 
who  regularly  visit  science  museums  and  so  help  the  American  public 
to  make  informed  judgements  that  can  lead  to  better  health. 

Although  we  have  just  begun  the  planning  phase  of  this  project,  we 
expect  to  address  such  topics  as  breast  cancer,  osteoporosis,  heart 
attack  and  stroke,  and  why  understanding  these  is  of  vital 
importance  to  reduce  risk.  We  expect  this  project  to  cost  in  the 
range  of  $6  million- -  similar  to  the  project  costs  of  the  AIDS 
Exhibit  program.  We  will  be  looking  to  a  combination  of  public  and 
private  sources  to  fund  this  exciting  initiative. 

The  new  Republican  leadership  in  Congress,  and  the  members  of  this 
Subcommittee,  are  reviewing  every  federal  program  from  a  new 
perspective.  Important  and  healthy  questions  are  being  asked. 
These  questions  will  help  Congress  determine  which  federal  programs 
are  necessary  and,  of  those  programs  that  are  deemed  necessary, 
which  federal  programs  are  being  effectively  managed. 

The  nonprofit  community,  including  science  museums,  must  view  this 
new  perspective  on  federal  programs  as  an  opportunity.  The  science 
museum  community  has  demonstrated  that  it  can  serve  as  a  partner 
with  federal  agencies  to  help  meet  national  public  policy 
objectives- -including  public  health  education- -  in  a  unique  and 
cost-effective  manner.  We  welcome  the  challenges  facing  our 
community,  and  look  forward  to  the  prospects  of  an  increased  role 
as  federal  programs  are  reduced,   eliminated  or  privatized. 

Approximately  70  million  Americans  visited  science  museums  in  1994. 
More  Americans  visited  science  museums  in  1994  than  attended 
football,  basketball  and  baseball  games  combined.  Science  museums 
have  a  crucial  role  to  play  in  demonstrating  to  visitors  that 
research  based  information  can  be  useful  in  helping  them  make 
personal  decisions.  Science  museums  can  credibly  interpret  for 
Americans  the  results  of  health  research  being  conducted  in  both 
the  public  and  private  sectors. 

We  hope  that  you  will  look  to  the  science  museum  community  to 
better  help  serve  the  nation's  public  health  education  objectives. 
Specifically,  we  look  forward  to  working  with  the  members  of  this 
Subcommittee  to  define,  support  and  participate  in  federal  public 
policy  objectives  in  the  area  of  health  sciences  education.  Thank 
you  for  providing  me  the  opportunity  to  submit  testimony  on  behalf 
of  the  National  Health  Science  Consortium. 
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STATEMENT  OF  BRUCE  M.  COHEN,  SENIOR  VICE  PRESIDENT  FOR 
RESEARCH  AND  TRAINING,  McLEAN  HOSITAL,  BELMONT,  MA 

Mr.  Chairman,  Members  of  the  Subcommittee,  I  want  to  thank  you  for  affording  me  the 
opportunity  to  submit  this  testimony.  I  am  Dr.  Bruce  Cohen,  Senior  Vice  President  for 
Research  and  Training  at  McLean  Hospital,  located  in  Belmont,  Massachusetts. 

BACKGROUND 

McLean  Hospital  is  a  not-for-profit  center  for  psychiatric  and  substance  abuse  treatment, 
teaching  and  research  affiliated  with  Harvard  Medical  School  and  Massachusetts  General 
Hospital.  The  hospital  offers  a  broad  spectrum  of  programs  and  services  that  encompass 
inpatient,  outpatient,  community  residential,  and  ambulatory  care.  For  one  hundred-eighty 
years,  McLean  has  served  the  needs  of  the  mentally  ill  and  their  families.  Today,  as  one  of  the 
largest  and  most  respected  psychiatric  institutions  in  this  country,  the  hospital  stands  at  the 
forefront  of  research  efforts  which  will  greatly  enhance  our  understanding  of  mental  illness. 

Within  our  research  facilities  and  programs,  scientists  and  clinicians  from  many  disciplines 
collaborate  in  basic  and  clinical  studies  to  advance  knowledge  about  the  causes  and  potential 
cures  for  these  often  devastating  illnesses.  The  McLean  research  community  includes  over  270 
investigators  and  staff  working  on  more  than  380  research  projects  that  will  enable  us  to  develop 
more  effective  methods  of  treating  and  preventing  mental  disorders. 

Mr.  Chairman,  I  would  like  to  address  what  McLean  believes  to  be  areas  of  the  highest  priority 
for  federal  support  within  the  mental  health  care  field. 

INFRASTRUCTURE  AND  INSTRUMENTATION  NEEDS 

Mental  illnesses  affect  over  30  million  Americans,  causing  untold  suffering  and  over  300  billion 
dollars  of  expense  yearly  in  lost  work  and  the  cost  of  care.  However,  based  on  powerful  new 
technologies,  we  stand  at  the  threshold  of  an  era  of  rapid  advances  in  understanding  mental 
illness  and  developing  better  treatments.  Notably,  the  application  of  molecular  biology  has 
recently  led  to  the  discovery  of  genes  underlying  the  predisposition  to  Huntington's  chorea  and 
Alzheimer's  disease  and  has  provided  clues  to  the  origins  of  manic-depressive  illness.  Modern 
imaging  techniques,  including  positron  emission  tomogragraphy  (PET),  single  photon  emission 
computerized  tomography  (SPECT)  and  magnetic  resonance  imaging  (MRI),  have  begun  to 
define  specific  changes  in  the  structure,  chemistry  and  function  of  the  brain  in  patients  with 
schizophrenia,  depression,  Alzheimer's  disease  and  substance  abuse.  Realizing  the  promise  of 
this  research  to  improve  the  treatment  of  mental  illness  is  contingent  on  continued  funding  from 
agencies  which  support  mental  health  research  within  the  National  Institutes  of  Health  (NIH), 
including  the  National  Institute  on  Mental  Health  (NIMH),  the  National  Institute  on  Drug  Abuse 
(NIDA),  and  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA). 

Just  as  available  technology  and  research  opportunities  are  changing  dramatically,  so  are  the 
requirements  for  the  facilities  and  equipment  which  support  research.  To  be  able  to  adapt  to 
these  changes,  there  must  be  a  continuance  of  Federal  support  for  facilities  and  equipment  in 
mental  health  research.  Research  infrastructure  in  the  U.S.  is  generally  quite  old,  with  many 
laboratories  built  soon  after  World  War  II  and  few  built  since  the  1970's.  These  older  facilities 
are  often  unsuitable  for  modern  research  using  molecular  biologic  and  molecular  genetic 
techniques.  In  addition,  state  of  the  art  research,  including  brain  imaging,  can  only  be 
preformed  with  the  use  of  specialized  equipment,  such  as  laser  confocal  microscopes  and 
magnetic  resonance  scanners.  It  is  difficult,  if  not  impossible  in  most  cases,  for  academic 
institutions  to  afford  the  purchase  and  continuing  cost  of  these  technologies  on  their  own. 

Within  NIH,  the  National  Center  for  Research  Resources  (NCRR)  was  formed  to  aid  research 
centers  in  establishing  and  maintaining  high  technology  facilities.  These  facilities  represent  both 
local  resources  and  ,  through  the  research  they  perform,  national  resources  for  advancing  our 
understanding  of  the  cause  and  treatment  of  mental  illnesses.    Without  resources  available 
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through  the  NCRR,  investigators  will  not  be  able  to  take  advantage  of  new  technologies  to  study 
mental  illnesses  and  our  progress  will  be  dramatically  slowed.  In  this  vein,  we  ask  that 
additional  funds  be  provided  to  NCRR  infrastructure  activities  in  FY'96. 

ALZHEIMER'S  COMPREHENSIVE  CARE  CENTERS 

Another  area  of  priority  concerns  the  amount  of  attention  given  to  comprehensive  care  facilities 
for  older  Americans  with  Alzheimer's  disease  and  related  disorders.  With  the  population  of 
older  Americans  growing,  the  number  of  incidents  of  disorders  associated  with  age,  including 
Alzheimer's  disease,  will  also  increase.  Many  of  these  disorders  rob  individuals  of  their  ability 
to  care  for  themselves  and  place  a  great  burden  both  on  caregivers  and  society  at  large.  While 
we  have  facilities  for  treating  the  elderly,  each  of  these  facilities  generally  address  a  particular 
problem,  such  as  clinics  to  evaluate  and  treat  patients  with  Alzheimer's  disease,  home  care 
services  to  help  caregivers,  and  nursing  homes  for  those  too  disabled  to  live  at  home.  The 
separation  of  services  creates  great  inconveniences  and  inefficiencies  for  patients  and  caregivers 
alike.  In  addition,  those  who  study  Alzheimer's  disease,  in  an  attempt  to  improve  treatment, 
too  often  have  little  access  to  patients  treated  at  home  or  in  institutional  settings. 

Many  patients  and  their  relatives  have  expressed  the  need  for  comprehensive  care  centers  at 
which  evaluation  and  treatment  can  be  provided,  including  day  care  or  institutionalization,  and 
through  which  outreach  and  home  services  can  be  obtained.  The  location  of  care  centers  at 
academic  centers  would  ensure  not  only  the  most  up-to-date  diagnosis  and  treatment  for  patients, 
but  would  also  improve  the  ability  of  clinical  investigators  to  study  Alzheimer's  disease  and 
improve  upon  its  treatment.  McLean  urges  the  Federal  government  to  support  mental  health 
professionals  and  the  families  of  persons  afflicted  with  Alzheimer's  disease  in  an  effort  to  work 
together  to  establish  such  centers  and  advance  our  efforts  to  understand  this  disease.  Specifically 
we  ask  that  $3  million  be  provided  to  the  Administration  on  Aging  or  to  the  National  Institute 
on  Aging  to  support  the  establishment  of  such  centers. 

OUTCOME  RESEARCH 

Finally,  there  must  be  continued  support  for  Treatment  Outcome  Research.  Treatment  for 
mental  illnesses  has  become  markedly  more  effective  in  the  last  few  decades.  Nevertheless, 
there  is  much  work  to  be  done  on  establishing  the  best  treatment  for  particular  disorders. 
Equally  important,  is  establishing  the  best  treatment  for  particular  individuals  who  may  each 
respond  differently  to  treatment.  In  addition,  in  a  time  of  limited  resources,  it  is  crucially 
important  to  know  not  only  what  treatments  are  effective,  but  to  determine  the  comparative 
efficacy  of  treatments,  learn  whether  there  are  synergies  of  applying  multiple  treatments,  and 
define  in  what  setting,  whether  inpatient,  outpatient  or  residential,  care  is  most  effectively 
provided. 

Finding  the  answers  to  these  questions  requires  research  as  sophisticated  as  that  performed  in 
the  laboratory.  Such  research  will  only  be  successful  if  it  has  its  own  consistent  and  substantial 
support  both  from  institutions  and  the  federal  government.  The  outcome  of  this  support  will  be 
the  ability  to  design  more  cost  efficient  and  clinically  effective  systems  of  care.  Consequently 
we  ask  that  additional  funds  be  appropriated  to  the  Substance  Abuse  and  Mental  Health  Service 
Agency  (SAMHSA)  and  the  Center  for  Mental  Health  Services  to  support  outcome  research 
related  to  mental  illness  and  substance  abuse. 

Thank  you  again,  Mr.  Chairman,  for  the  opportunity  to  submit  this  testimony  on  behalf  of 
McLean  Hospital. 
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STATEMENT  OF  WARREN  GREENBERG,  CHAIRPERSON,  COMMITTEE  ON 
LOBBYING/LEGISLATION,  THE  MENDED  HEARTS,  INC. 

My  name  is  Warren  Greenberg.  I  am  a  professor  of  health  economics  and  of  health  care 
sciences  at  The  George  Washington  University.  I  am  married  and  have  a  20-year-old 
daughter. 

I  advocate  an  increased  appropriations  for  the  National  Heart,  Lung,  and  Blood  Institute.  I  am 
a  victim  of  heart  disease  and  as  a  beneficiary  of  the  efforts  of  medical  researchers  to 
overcome  this  disease.  I  might  also  add  that  I  am  a  member  of  Mended  Hearts,  Inc.,  a  support 
group  of  24,000  members  throughout  the  United  States  who  have  heart  disease,  and  I  have 
been  appointed  lobbying  and  legislation  chairperson  of  that  group-a  volunteer  position. 

I  am  50  years  old.  I  was  born  with  aortic  stenosis,  a  narrowing  of  the  heart  valve.  Throughout 
my  entire  life  I  have  lived  with  heart  disease,  often  incredibly  severe. 

When  I  was  in  my  early  teens,  my  physicians  did  not  allow  me  to  play  high-school  inter-mural 
sports,  although  I  was  a  fine  young  athlete.  At  the  age  of  eighteen  I  was  told  not  to  play  ball 
under  any  circumstances.  In  my  early  20s  I  was  told  to  climb  no  more  than  two  flights  of  stairs. 
By  my  early  and  mid-thirties  I  began  to  climb  steps  more  and  more  slowly,  often  pausing  to 
rest.  I  never  carried  an  attache  case  home  from  work.  It  was  too  heavy.  I  would  often 
balance  a  large  book  on  my  hips,  rather  than  carrying  it  outright,  in  order  to  blunt  the  weight.  I 
would  walk  two  or  three  blocks  on  a  level  street  to  avoid  going  up  three  or  four  steps  at  the  end 
of  particular  blocks.  I  could  barely  lift  my  newborn  child;  I  could  not  help  my  wife  take  in  the 
grocery  bags.  I  was  a  cardiac  cripple. 

On  May  7,  1982,  at  the  age  of  39,  I  had  open-heart  surgery  at  the  Cleveland  Clinic  to  replace 
my  diseased  valve  with  the  valve  of  a  pig.  After  my  six-week  recuperative  period  I  was 
amazed  to  find  that  not  only  was  I  able  to  walk,  but  was  also  able  to  play  tennis,  to  jog,  and  to 
exercise.  I  was  able  to  live  a  normal  life. 

By  August  1988,  however,  my  new  valve  had  failed.  On  August  31,  I  again  had  cardiac 
surgery  at  the  Cleveland  Clinic  to  replace  the  failed  pig  valve  with  an  artificial  plastic  valve, 
known  as  the  St.  Jude's  valve.  I  am  again  able  to  live  a  relatively  normal,  very  productive  life. 
And  I  am  deeply  thankful  for  it. 

I  still  take  a  blood-thinning  medicine,  Coumadin,  which  helps  prevent  clots  on  my  new  valve.  At 
the  same  time,  because  of  the  medicine,  I  must  be  cognizant  and  careful  of  excessive 
bleeding.  In  1983  I  contracted  bacterial  endocarditis,  an  infection  of  the  heart  valve,  from 
dental  surgery  which  kept  me  in  the  hospital  for  six  weeks.  Whenever,  I  have  dental  work,  I 
now  get  intravenous  penicillin  to  protect  me  against  such  infections.  I  realize  that  my  valve,  as 
a  mechanical  device,  may  fail  at  any  time  in  the  future. 

For  nearly  twelve  years,  thanks  to  the  fruits  of  medical  research,  I  have  been  able  to  travel 
abroad  at  least  once  a  year,  to  jog  in  the  park,  to  be  a  productive  author  of  many  scholarly 
articles  and  a  number  of  books  on  the  health  care  economy.  I  have  been  quoted  often  on  my 
views  of  the  U.S.  health  care  system  and  have  made  many  television  appearances.  If  it  were 
not  for  the  advances  in  research  leading  to  improved  techniques  in  open-heart  surgery  I  would 
not  have  seen  my  fortieth  birthday.  I  would  not  be  able  to  look  forward  to  a  life  of  many 
rewards  and  enjoyments. 

As  an  economist  I  observe  continually  the  link  between  monetary  resources  and  the 
development  of  innovation  and  technology.  Health  care  research,  and  cardiovascular  research 
in  particular,  is  no  exception.  I  also  understand  as  an  economist  that  there  are  always 
competing  uses  for  appropriated  monies.  However,  cardiovascular  diseases  last  year  killed 
more  than  925,000  Americans,  more  than  150,000  of  whom  are  under  age  65.  Despite 
advances  in  medical  research,  these  diseases  remain  the  number  one  killer  in  the  United 
States  and  a  leading  cause  of  disability.  From  my  personal  perspective  and  for  those  in 
Mended  Hearts  Inc.  and  others  in  the  United  States  who  have  heart  disease  or  will  get  it  in 
their  lifetime.  I  ask  for  an  increase  in  appropriations  for  the  NHLBI  to  $1.5  billion,  to  help 
reduce  further  the  incidence  and  degree  of  heart  disease. 
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STATEMENT  OF  MARK  L.  BATSHAW,  M.D.,  PHYSICIAN  IN  CHIEF,  CHIL- 
DREN'S SEASHORE  HOUSE,  ON  BEHALF  OF  THE  MENTAL  RETARDA- 
TION RESEARCH  CENTER  DIRECTORS  ORGANIZATON 

Chairman  Specter  and  Members  of  the  Subcommittee: 

My  name  is  Mark  Batshaw  and  I  am  the  Physician  in  Chief  of  the  Children's  Seashore 
House  at  the  University  of  Pennyslvania's  School  of  Medicine.  I  wish  to  thank  you 
for  the  opportunity  to  provide  written  testimony  regarding  the  National  Institute  of 
Child  Health  and  Human  Development  (NICHD)  and  its  Mental  Retardation  Research 
Centers  (MRRC). 

Since  its  creation  by  the  Kennedy  Administration  in  1963,  the  NICHD  has  had  primary 
responsibility  at  the  National  Institutes  of  Health  (NIH)  for  biomedical  and  behavioral 
research  on  maternal  and  child  health,  population  issues,  and  rehabilitation.  The  14 
Mental  Retardation  Research  Centers,  (MRRCs)  pursue  biomedical  and  behavioral 
research  that  will  lead  to  understanding  the  causes  of  mental  retardation  and  another 
developmental  disabilities.  MRRC  research  has  become  the  foundation  for  many  of 
our  Nation's  prevention  initiatives.  For  example,  MRRC  research  established  the 
dangers  of  maternal  alcohol  consumption,  especially  early  in  pregnancy.  In  addition, 
this  research  identified  lead  as  a  major  cause  of  mental  retardation  even  at  levels 
previously  considered  safe. 

The  NICHD  is  the  NIH  institute  where  many  priorities  of  the  Congress  and  the  Clinton 
Administration  related  to  improving  the  health  and  well-being  of  children  and  their 
families  are  best  addressed.  Specifically,  these  include: 

Prevention  of  Childhood  Diseases  and  Disabilities; 
Pediatric  and  Maternal  HIV/AIDS  Research; 
Maternal  and  Reproductive  Health;  and 

Minority  Health  Research,  particularly  for  infants  and  children. 

NICHD  has  an  impressive  record  of  achievement.  For  example,  its  research  has 
developed  effective  screening  programs  for  newborns.  The  most  celebrated  screening 
program  is  the  one  for  PKU,  a  metabolic  disorder  that  causes  profound  mental 
retardation  in  untreated  individuals.  Over  the  past  three  decades,  this  screening 
program  has  identified  thousands  of  newborns,  who,  when  treated  with  a  special  diet, 
have  grown  up  with  at  least  average  intelligence.  In  1994,  two  of  Wisconsin's 
National  Merit  Scholars  were  children  born  with  PKU. 

In  addition,  NICHD  funds  behavioral  research  that  has  had  very  positive  effects.  One 
area  of  important  progress  involves  research  in  early  intervention.  For  example,  Dean, 
who  had  an  APGAR  Score  of  2  at  birth,  was  enrolled  in  the  first  integrated  preschool 
for  children  with  disabilities.  Newborns  with  such  low  APGAR  scores  typically  have 
severe  cognitive  disabilities,  if  they  survive  at  all.  Using  intensive  early 
communication  and  educational  methods  developed  at  an  NICHD  funded  Mental 
Retardation  Research  Center,  Dean  developed  skills  with  which  he  overcame  his 
learning  disabilities  and  muscle  coordination  difficulties.  Today,  Dean  is  a  newspaper 
sports  writer. 

Realizing  that  the  causes  of  mental  retardation  and  developmental  disabilities  include 
biomedical,  behavioral  and  social  variables,  the  Mental  Retardation  Research  Centers 
engage  in  basic  and  applied  research  in  all  of  these  areas.  In  many  cases,  research  on 
disorders  causing  mental  retardation  carries  significant  benefits  for  all  children.  Take 
the  example  of  Down  Syndrome,  the  most  common  genetic  cause  of  mental 
retardation.  Investigators  at  the  MRRC  at  the  Kennedy  Krieger  Institute/Johns 
Hopkins  Medical  Institutions  have  developed  an  animal  model  of  Down  Syndrome  that 
has  yielded  an  improved  understanding  of  normal  fetal  development  and  the  causes 
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of  congenital  heart  disease.  Research  at  the  Children's  Seashore  House/University  of 
Pennsylvania  MRRC  has  focused  on  Alzheimer's  Disease  in  individuals  with  Down 
Syndrome.  Alzheimer's  disease  is  the  primary  cause  of  presenile  dementia  in  the  U.S. 
and  has  a  particular  predilection  for  young  adults  with  Down  Syndrome.  The  MRRC 
researchers  have  identified  the  tau  protein  as  a  likely  cause  of  the  pathological  plaque 
formation  in  the  brain  of  individuals  with  Alzheimer's  Disease.  With  this  information, 
scientists  can  now  look  toward  novel  treatment  approaches  for  this  devastating 
disease.  This  example  emphasizes  how  support  of  research  for  mental  retardation  and 
developmental  disabilities  can  potentially  have  a  significant  effect  on  the  health  of  all 
Americans. 


However,  support  for  research  related  to  children  and  families  has  not  been  given  a 
high  priority  since  the  Kennedy  Administration.  Hence,  over  the  past  decade,  the 
Institute's  success  rate  for  funding  grants  has  ranked  among  the  lowest  of  the  NIH 
institutes  and  centers.  (See  following  table.) 


NICHD  Rank  Among  NIH  Institutes  and  Centers  FY  1985  -  FY  1995 


FY  1985  14th  out  of  14 

FY  1986  15th  out  of  16 

FY  1987  tied  for  10th  out  of  16 

FY  1988  16th  out  of  17 

FY  1989  15th  out  of  18 


FY  1990 
FY  1991 
FY  1992 
FY  1993 
FY  1994 


18th  out  of  19 
17th  out  of  19 
16th  out  of  19 
1 6th  out  of  1 9 
16th  out  of  20 


As  a  result  of  this  underfunding  of  NICHD  programs,  a  number  of  research  areas  that 
hold  dramatic  promise  for  preventing  childhood  disability  and  disease  and  saving 
millions,  if  not  billions  of  dollars,  have  failed  to  reach  fruition.  For  example,  significant 
new  research  in  the  NICHD's  MRRCs  involving  gene  therapy  for  Duchenne  Muscular 
Dystrophy  suggests  that  the  muscle  deterioration  responsible  for  the  disability  and 
premature  death  of  young  males  (in  their  early  20s)  can  be  halted  with  genetic 
intervention.  At  the  present  time,  there  are  1 3,200  American  children  with  Duchenne 
Muscular  Dystrophy  and  600  new  cases  each  year.  The  effective  intervention  of 
Duchenne  Muscular  Dystrophy  has  the  potential  of  saving  our  health  care  system 
more  than  §60  million  per  year.  This  research  could  lead  to  the  successful 
intervention  in  the  next  decade.  Unfortunately,  if  the  current  funding  trend  continues 
for  NICHD,  this  goal  is  unlikely  to  be  met. 

As  one  mother  of  an  8-year  old  boy  of  Duchenne  Muscular  Dystrophy  said,  "it's  hard 
to  live  with  your  precious  child  and  know  that  without  new  funding  for  research,  he 
will  die  before  his  30th  birthday.  And  with  more  funding,  he  stands  a  chance  of 
living." 

Currently,  less  than  one  half  of  one  percent  of  all  federal  monies  which  are  allocated 
for  programs  affecting  individuals  with  mental  retardation  and  developmental 
disabilities  goes  to  research.  When  the  Centers  were  established,  they  received  7.7 
percent  of  these  funds.  In  addition,  for  each  of  the  past  five  years,  the  Centers  have 
seen  their  awards  reduced  by  over  20  percent.  These  reductions  have  kept  Centers 
from  acquiring  necessary  equipment  and  technology,  from  hiring  the  next  generation 
of  scientists,  and  from  pursuing  new  science  for  fear  that  it  will  be  too  costly. 

Research  funding  by  NICHD  has  contributed  substantially  to  the  knowledge  base 
regarding  physical  and  behavioral  aspects  of  maternal  and  child  health,  human 
reproduction  and  the  prevention  and  amelioration  of  cognitive  and  physical  disabilities. 
It  has  saved  billions  of  dollars  in  related  health,  education  and  institutionalization 
costs.  Moreover,  this  research  base  is  required  to  fully  inform  public  policy  makers 
on  issues  ranging  from  health  care  priorities  to  best  practices  in  the  support  of 
women,  children  and  families.   The  MRRC  directors  have  developed  a  list  of  ten 
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research  initiative  priorities  that  cover  a  broad  range  of  biomedical  and  behavioral 
studies  that  could  dramatically  alter  the  lives  of  people  with  developmental  disabilities 
and  their  families  (see  attached  list).  However,  without  adequate  funding,  the  goals 
of  these  initiatives  many  never  be  met. 

The  failure  to  receive  adequate  resources  for  more  than  a  decade  has  left  the  NICHD 
with  numerous  research  opportunities  that  cannot  be  pursued.  For  FY  1995,  the 
NICHD  received  $568.82  million.  The  NICHD  professional  judgement  budget  for  that 
year  called  for  $775.23  million.  The  FY  1396  NICHD  professional  judgement  budget 
recommends  $795.46  million.  This  includes  $30  million  for  the  National  Center  for 
Medical  Rehabilitation  Research  and  $15  million  for  the  Mental  Retardation  Research 
Centers.  We  recommend  that  the  FY  1996  funding  level  be  increased  to  achieve  a 
success  rate  for  funding  grants  at  no  less  than  20  percent. 

Often  the  knowledge  and  skills  to  appropriately  respond  to  critical  issues  facing 
women,  children,  and  families  are  found  in  approved,  but  unfunded  research  grants. 
In  addition,  it  is  becoming  increasingly  difficult  to  attract  talented  young  investigators 
who  hold  the  promise  for  future  life-saving  discoveries.  Not  withstanding  the  costs 
in  human  suffering  and  lost  potential,  this  truly  is  an  area  in  which  expenditures  for 
research  now  will  cost  less  than  services  and  supports  to  be  paid  later.  Significant 
increases  in  funding  for  the  NICHD  are  necessary  to  reach  comparability  with  other 
NIH  institutes  and  areas  of  science.  These  increases  will  lead  to  the  improvement  of 
the  health  and  well-being  of  children  and  families. 

Without  additional  resources,  the  battle  to  prevent  childhood  disabilities  and  diseases 
through  greater  understanding  of  the  human  development  could  be  lost.  New  causes 
of  mental  retardation,  such  as  neonatal  HIV  infection,  are  emerging  as  serious 
retardation  or  other  developmental  disabilities.  While  African-American  children 
constitute  15  percent  of  all  American  children,  they  account  for  60  percent  of  the 
cases  of  pediatric  HIV.  Similarly,  Hispanic  children  represent  10  percent  of  the 
population  and  account  for  20  percent  of  pediatric  HIV  cases.  Unfortunately,  the  HIV 
virus  and  the  subsequent  developmental  disabilities  appear  to  disproportionately  affect 
children  from  minority  and  disadvantaged  backgrounds. 

Mr.  Chairman  and  members  of  the  Committee,  I  urge  you  to  provide  $795  million  for 
the  NICHD.  Thank  you  for  this  opportunity  to  provide  comments.  Please  feel  free  to 
contact  me  if  I  can  provide  any  answers  to  questions  you  may  have. 


STATEMENT  OF  THEODORE  W.  VAN  ZELST,  PRESIDENT  OF  MINANN,  INC.,  ON 
BEHALF  OF  CHRONIC  FATIGUE  SYNDROME  [CFS] 

Mr.  Chairman  and  Members  of  the  Committee,  I  am  Theodore  W.  Van  Zelst,  president  of  Minann, 
Inc.,  a  foundation  which  has  been  active  since  1984  on  matters  concerned  with  Chronic  Fatigue 
Syndrome  (CFS).  This  disease  has  been  defined  by  the  Centers  for  Disease  Control  and  Prevention 
and  is  also  known  as  Chronic  Fatigue  Immune  Dysfunction  Syndrome  (CFIDS).  I  am  a  member  of 
the  Public  Policy  Advisory  Committee  organized  by  the  CFIDS  Association  of  America,  Charlotte, 
NC,  which  represents  those  who  are  afflicted  with  the  disease. 

At  the  October,  1994  research  and  clinical  conferences  held  under  the  auspices  of  the  American 
Association  for  Chronic  Fatigue  Syndrome  in  Fort  Lauderdale,  FL,  medical  professionals  and  patients 
were  in  attendance.  In  a  keynote  address,  Anthony  Komaroff,  MD,  one  of  the  early  researchers  of 
CFS,  commented,  "If  this  meeting  had  been  held  10  years  earlier,  it  could  have  been  held  in  the 
cloakroom  since  there  would  have  been  an  attendance  of  4  rather  than  the  400  at  the  1994  meeting." 
Medical  conferences  of  this  type  have  become  much  more  patient  friendly;  about  40%  of  the 
participants  were  patients    Dr.  Komaroff  noted  that  the  number  of  scientists  studying  this  illness 
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continues  to  grow.  He  reported  that  the  number  of  published  research  articles  on  this  disease  during 
the  past  year  increased  to  several  hundred,  compared  to  five  years  ago  when  there  might  have  been  ten 
articles  published.  Much  has  been  undertaken  in  the  study  of  this  disease;  but  much  remains  to  be 
done. 

As  many  of  the  doctors  presenting  papers  at  the  Florida  Conference  noted,  CFS  is  a  very  complex 
illness.  It  can  appear  suddenly  and  not  go  away.  Others  are  fortunate  to  have  the  disease  go  into 
remission  after  a  period  of  years. 

Dr.  Philip  Lee,  Assistant  Secretary  of  I  Icalth,  speaking  at  the  above  conference,  stated  that  about  20% 
of  the  nation's  physicians  now  consider  Chronic  Fatigue  Syndrome  a  distinct  illness.  Lee 
commented,  "for  a  long  time,  a  lot  of  physicians  would  just  dismiss  it  as  being  'all  in  your  head';  but 
we  are  finding  more  and  more  doctors  arc  looking  at  it  as  a  real  and  treatable  disease."  These 
comments  by  Dr.  Lee,  show  the  continuing  problem  --  that  of  educating  physicians  about  this 
mysterious  illness.  The  CDC  has  been  addressing  this  issue  --  but  it  is  apparent  that  much  more  has 
to  be  done.  One  area  of  education  which  should  be  immediately  undertaken  is  that  of  preparation  of 
educational  materials  and  short  courses  on  CFS  for  use  in  medical  schools  across  the  country.  This, 
of  course,  requires  knowledgeable  instructors  who  are  familiar  with  the  disease. 

This  Committee  has  given  continuing  support  for  funding  of  research,  education  and  surveillance 
systems  through  the  National  Institutes  of  Health  (NIH)  and  the  Centers  for  Disease  Control  and 
Prevention  (CDC).  In  1984,  it  was  this  Committee  which  took  a  leadership  role  in  working  with  the 
NIH  and  CDC  to  develop  a  better  understanding  of  this  disease,  to  Find  out  what  percentage  of  the 
population  it  affects,  and  to  work  to  develop  a  diagnostic  technique,  treatments  and  a  cure.  Presently, 
there  is  no  definitive  test  to  determine  a  diagnosis  of  CFS.  There  is  still  no  identification  of  the 
etiologic  agent  causing  the  disease.  Appropriate  prevention  and  treatment  strategies  have  to  be 
developed. 

Minann,  Inc.  which  has  been  active  in  assisting  CFS  patients  for  1 1  years,  sees  the  volume  of  letters 
from  patients  pleading  for  assistance.  Numerous  books  have  been  written,  and  there  has  been  a 
continuing  proliferation  of  magazine,  newspaper  and  other  media  stories  about  the  disease.  Some 
physicians  and  patients  are  now  in  contact  through  electronic  bulletin  boards. 

The  International  Chronic  Fatigue  Syndrome  Study  Group  with  members  representing  the  CDC, 
NIH,  Harvard  University,  other  internationally  prominent  medical  institutions  and  many 
knowledgeable  individuals  have  revised  the  Case  Definition  of  CFS  published  in  the  December  15, 
1994  issue  of  Annals  of  Internal  Medicine.  The  new  definition  addresses  some  of  the  criticisms  of  the 
1988  Case  Definition  and  attempts  to  elucidate  research  and  diagnostic  parameters  for  the  illness.  The 
authors  clarify  the  symptom  of  fatigue  in  CFS  as  "severe  mental  and  physical  exhaustion,  which 
differs  from  somnolence  or  lack  of  motivation  and  which  is  not  attributable  to  exertion  or  diagnosable 
disease."  The  study  group  defined  two  major  classification  categories,  Chronic  Fatigue  Syndrome, 
and  Idiopathic  Chronic  Fatigue  with  the  latter  being  explained  as  "  clinically  evaluated,  unexplained 
chronic  fatigue  that  fails  to  meet  criteria  for  Chronic  Fatigue  Syndrome."  They  stress  the  necessity  of 
establishing  standard  methods  for  reporting. 

A  unique  collaboration  resulted  in  publishing  this  definition  as  Ms.  Kim  Kenney  of  the  CFIDS 
Association  of  America  remarked,  "The  revised  definition  is  a  testament  to  the  value  of  forming  a 
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partnership  between  medical  professionals  and  patient  advocates  to  resolve  issues  that  are  critically 
important  to  both." 

The  working  relationship  is  greatly  improved  between  patients,  patient  organizations,  NIH,  CDC,  and 
other  governmental  organizations.  There  is  a  better  understanding  of  the  mutual  needs  and  objectives 
of  the  various  groups. 

Confusion  over  the  earlier  Case  Definition  of  CFS  has  been  a  major  problem  in  research  studies.  It  is 
expected  the  revised  Case  Definition  which  is  a  result  of  the  input  of  many  researchers  will  assist 
medical  professionals  in  future  diagnosis  and  research.  The  new  Case  Definition  can  be  of  assistance 
in  determining  when  Social  Security  Disability  benefits  should  apply  to  CFS  patients. 

In  cooperation  with  patient  groups,  the  CDC  has  published  a  new  Information  Booklet  on  CFS  which 
is  available  for  national  distribution. 

Insurance  companies  and  health  maintenance  organizations  (HMOs)  which  at  one  time  tried  to  keep  a 
distance  from  this  disease,  are  just  now  beginning  to  show  interest  in  obtaining  information. 

Based  on  our  long  term  observation,  we  see  some  specific  areas  which  need  research  by  the  National 
Institutes  of  Health  internally  or  through  extra-mural  grants: 

NATIONAL  INSTITUTES  OF  HEALTH  (NIH) 

NATIONAL  INSTITUTE  OF  ALLERGY  &  INFECTIOUS  DISEASES  (NIAID) 

We  urge  the  support,  recommendation  and  funding  by  this  Committee  to: 

1)  Study  of  CFS  patients  in  remission.  Research  papers  and  experience  have  indicated 
that  for  some  the  disease  relents  after  a  few  years  and  life  can  become  more  normal. 
Why,  for  some,  do  the  symptoms  then  re-occur;  while  for  others,  years  go  by  with  no 
sign  of  progress-  and  there  is  a  loss  of  hope? 

2)  Studies  to  determine  if,  as  it  appears,  patients  in  remission  may  have  received  serious 
damage  to  their  immune  systems.  If  so,  are  there  ways  to  restore  the  immune' system? 
Is  there  a  treatment  or  prevention?  Can  complete  recovery  ever  occur;  under  what 
conditions? 

3)  Expand  Small  Grants  Programs  directed  toward  extra-mural  research  efforts. 

4)  Continued  funding  of  the  three  National  CFS  Research  Centers  which  have  been  very 
effective  in  research  studies  and  in  the  coordination  of  research  efforts. 

CENTERS  FOR  DISEASE  CONTROL  &  PREVENTION  (CPC) 
We  urge  this  Committee  to  earmark  funding  for  CFS  studies  including  those  which 
were  supported  by  FY  1994  funding  and: 

1)       Study  pregnancy  and  the  possible  effects  of  CFS  on  the  mother  and  child.  The  CDC 
Surveillance  Studies  identify  the  fact  that  many  of  the  CFS  patients  are  young  women 
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of  child  bearing  age.  The  study  of  pregnancy  related  aspects  of  CFS  should  be  a  high 
priority  research  issue,  yet  has  received  minimum  attention. 

2)  Study  the  disease  as  it  relates  to  multiple  family  members  being  afflicted  which  may 
shed  understanding  of  the  means  of  transmission,  and  thus,  the  contagion  factor. 

3)  Education  to  equip  future  doctors  in  medical  schools  across  the  country  with  up-to- 
date  information  and  training  on  Chronic  Fatigue  Syndrome. 

4)  Expand  on  going  studies  of  the  percentages  of  health  professionals  afflicted  with  CFS. 
Anecdotal  experience  suggests  that  these  percentages  many  be  higher  than  now 
recognized. 

We  know  that  others  will  present  Testimony  for  the  Record  on  other  CFS  issues  related  to  funding 
and  governmental  support.. 

Not  all  of  the  CFS  research  funding  comes  from  the  federal  government.  A  considerable  amount  of 
funding  is  privately  raised  with  patients,  clinics,  hospitals,  and  state  health  organizations  providing 
additional  research.  However,  research  undertaken  and  coordinated  by  the  NIH,  the  CDC  and  the 
National  CFS  Centers  remains  central  to  solving  the  mystery  of  this  debilitating  disease  which  afflicts 
so  many  individuals  who  seek  to  be  well  enough  to  live,  work  and  become  productive  citizens  once 
again. 

On  behalf  of  the  dedicated  CFS  researchers,  patients  and  their  supporting  families,  we  thank  this 
Committee  for  its  role  in  the  support  of  studies  on  this  illness.  Without  this  support  over  the  last 
eleven  years,  little  medical  progress  would  have  been  made  We  ask  you  to  continue  the 
encouragement  and  support  of  CFS  research  studies. 


STATEMENT  OF  THE  NATIONAL  MINORITY  PUBLIC  BROADCASTING 

CONSORTIA 

The  National  Minority  Public  Broadcasting  Consortia1  (Minority  Consortia) 
submits  this  statement  regarding  FY1998  funding  for  the  Corporation  for  Public 
Broadcasting  (CPB).  We  support  the  FY1998  request  of  $296.4  million  made  by  CPB, 
but  realize  that  any  future  federal  funding  for  public  broadcasting  will  likely  be 
distributed  in  accordance  with  a  new  statute  which  restructures  CPB. 


Our  requests  of  the  Appropriations  Committee  are  that  the  Committee  report 
support:  .    .    ,  .  . 

1)  continued  CPB  funding  for  the  work  of  the  Minority  Consortia  in  bringing 

Broadcasting  Consortia. 

and  S600,CKX)  in  FY1995  The  organizations  do  not  retain  programming  momes,  but  rather  re  grant  m 
to  independent  producers. 
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the  kind  of  continued  ground-level  efforts  undertaken  by  the  Minority  Consortia 
organizations.  Since  1988,  seven  House  and  Senate  Congressional  reports3  have 
expressed  written  support  for  CPB  funding  for  the  National  Minority  Public 
Broadcasting  Consortia. 

2)  preservation  of  the  CPB  funding  for  the  initiative  begun  in  FY1994  to 
formalize  partnerships  between  the  Minority  Consortia  organizations  with  CPB, 
PBS,  APTS  and  stations  to  work  cooperatively  to  maximize  all  our  resources  to  bring 
more  minority  programing  to  public  television.   CPB  had  pledged  to  provide  $5 
million  annually  for  this  initiative  beginning  with  FY1996  funds.  This  is  an 
extremely  important  cooperative  effort  which  holds  great  promise  for  bringing 
minority  programming  into  the  mainstream  of  public  broadcasting.  Attached  is  a 
news  release  from  CPB  regarding  this  initiative. 

Status  of  Minority  Programming  in  a  Restructured  Public  Broadcast  System. 
Much  attention  has  focused  on  whether  future  Corporation  for  Public  Broadcasting 
funding  would  provide  a  "safety  net"  for  rural  television  and  radio  stations.  We 
hope  so,  but  also  bring  to  your  attention  that,  with  regard  to  the  very  large  segment 
of  our  society  comprised  of  minority  communities  -  both  urban  and  rural  -  there  is 
the  critical  consideration  of  the  need  for  expanded  development  and  distribution  of 
programming  by  about  about  minority  peoples.  We  need  a  "safety  net"  in  a  newly 
restructured  public  broadcast  system  for  minority  programming. 

We  are  concerned  that  a  totally  "privatized"  CPB  would  result  in 
programming  which  is  driven  by  commercial  interests  -  a  market  which  we  expect 
would  greatly  diminish,  if  not  totally  eliminate,  minority  programming,  and /or 
relegate  it  into  less  accessible  minority  channels  or  ghettoized  time  slots,  and  thus 
diminish  its  national  impact  and  educational  value. 

Work  of  the  Minority  Consortia.  The  programing  one  sees  and  hears  on 
public  television  and  radio  are  the  end  products  of  a  long,  long  road.  The  work  of 
the  Minority  Consortia  organizations  is  largely  on  the  front  end  of  the  process,  and 
thus  we  are  not  particularly  visible.  Our  efforts  are  not,  by  and  large,  ones  which  are 
a  community  service  priority  undertaken  by  mainstream  radio  and  television 
stations.  The  Minority  Consortia  organizations  have  close  ties  with  our 
communities  and,  as  such,  are  in  a  position  to  act  as  a  bridge  between  public 
broadcasters  and  the  general  public.  Not  only  do  we  deliver  national  programming 
about  our  communities,  but  among  other  things  we: 

~  distribute  works  and  conduct  outreach  to  schools,  universities,  libraries, 
museums,  and  community  organizations 

--  provide  critical  seed  money  for  scripts  and  productions 

—  assist  producers  to  leverage  other  sources  of  funds 

--  provide  training  opportunities  for  minority  persons  in  public  broadcast 

fields 


1 S.  Rpt.  100-444  (Public  Telecommunications  Act  of  1988 

H.  Rpt.  100-825  (Public  Telecommunications  Act  of  1988) 

S.  Rpt.  102-221  (Public  Telecommunications  Act  of  1991) 

H.  Rpt.  102-363  (Public  Telecommunications  Act  of  1991) 

H.  Rpt.  102-78  (FY1993  Appropriations  Act  -  FY1995  CPB  funding) 

H.  Rpt.  103-156  (FY1994  Appropriations  Act  -  FY1996  CPB  funding) 

H.  Rpt.  103-553  (FY1995  Appropriations  Act  -  FY1997  CPB  funding) 
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A  brief  description  of  each  of  our  organizations  illustrates  the  impact  our 
programs  have  had  and  will  continue  to  have  in  the  years  to  come. 

The  National  Asian  American  Telecommunications  Association  (NAATA) 
was  founded  in  1980,  and  serves  the  Asian  Pacific  American  community,  as 
well  as  the  general  public  through  national  and  local  public  television 
programming.  We  have  brought  numerous  award-winning  programs  to 
national  audiences,  including  DAYS  OF  WAITING,  the  Academy-Award 
winning  documentary  by  Steven  Okazaki,  THE  COLOR  OF  HONOR  by  Loni 
Ding  about  the  442nd  regiment  serving  during  WW  II,  and  more  recently, 
works  that  highlight  contemporary  Asian  American  issues  and  concerns, 
including  the  experiences  of  recent  immigrants  and  refugees.  As  an 
important  adjunct  to  our  public  broadcasting  work,  NAATA  provides  a 
nationwide  educational  distribution  service  that  brings  these  programs 
directly  into  classrooms  and  libraries  across  the  country.  Over  the  past  four 
years,  NAATA  has  regranted  $600,000  to  more  than  fifty  film  and  video 
projects  with  the  purpose  of  increasing  the  number  of  works  by  and  about 
Asian  Pacific  Americans  for  public  television.  Since  1990,  NAATA  has 
awarded  75  production  grants  to  independent  producers. 

For  the  past  thirteen  years,  the  National  Black  Programming  Consortium 
(NBPC)  has  been  dedicated  to  programming  by  and  about  African  Americans. 
NPBC  has  funded  70  productions  and  has  distributed  429  programs  to 
stations,  including  6  to  regional  broadcast  networks  and  11  on  the  national 
public  broadcasting  schedule.  It  has  also  distributed  over  500  productions  to 
community  organizations  and  individuals.  NBPC  houses  over  2000  viewing 
hours  of  video,  one  of  the  largest  and  most  definitive  collections  of  African 
American  video  in  the  nation.  On  both  local  and  national  levels,  NBPC 
works  with  teachers,  youth,  community  centers,  corporate  entities  and 
schools  to  broaden  multicultural  education  programming.  NBPC's  work 
helps  provide  our  young  people  with  role  models,  with  alternatives  to  drugs 
and  crime,  with  encouragement  to  stay  in  school,  and  with  fostering  a 
positive  self  image.  NBPC  also  sponsors  a  youth  program  which  trains  24 
economically  disadvantaged  teenagers  in  media  literacy,  culminating  in  the 
production  of  their  own  program. 

The  National  Latino  Communications  Center  (NLCC),  founded  in  1975,  has 
worked  for  two  decades  to  create  opportunities  for  Latino  voices  in  public 
media,  and  to  present  programs  that  educate  and  inform  the  general  public. 
Headquartered  in  Los  Angeles,  California,  the  NLCC  has  distributed 
approximately  600  hours  of  programming  to  public  broadcasting  stations.  Of 
this  programming,  400  hours  were  syndicated  through  the  serious  "Presente" 
and  "Vistaas",  and  the  others  were  syndicated  as  specials  or  were  broadcast 
nationally  by  PBS.  In  addition,  NLCC  has  provided  funding  to  over  sixty 
projects.  The  NLCC  is  currently  working  on  a  ground-breaking  four-part 
documentary  series  for  public  television  chronicling  the  history  of  Mexican 
American  civil  rights  movement  of  the  1960s  and  70s.  Another  NLCC 
project,  a  Latino  education  channel,  will  help  to  reform  public  education  by 
providing  programming  aimed  at  developing  English  literacy  in  preschool 
and  school-age  Latino  children,  and  prepare  them  to  succeed  academically. 

The  Native  American  Public  Broadcasti?ig  Consortium  (NAPBC),  founded  in 
1977,  is  the  authoritative  national  resource  for  authentic  Native  American 
public  broadcasting  programs.  Programs  NAPBC  has  brought  to  national 
audiences  include:  IN  THE  WHITE  MAN'S  IMAGE,  I  AM  DIFFERENT 
FROM  MY  BROTHER,  and  the  Public  Radio  series,  SPIRITS  OF  THE 
PRESENT,  a  joint  project  with  the  Smithsonian  Institute.  In  addition  to 
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national  public  broadcast  programming,  NAPBC  works  to  expand 
employment  and  training  opportunities  for  Native  Americans  in  the  public 
telecommunications  industry  and  conducts  national  studies  documenting 
unserved  needs  of  tribal  and  Native  American  programs  available  to 
educational  institutions  as  well  as  to  local  public  television  and  radio  stations. 
NAPBC  is  assisting  with  the  link  up  29  American  Indian  colleges  in  13  states 
through  the  utilization  of  telecommunications  technology.    NAPBC,  with 
CPB  support,  implemented  in  1994,  the  American  Indian  Radio  on  Satellite 
(AIROS)  network  which  provides  programming  to  25  Native-controlled 
public  radio  stations  in  10  states.  NAPBC  has  funded  40  television  projects  for 
national  feed  to  the  pubic  broadcast  system,  acquired  170  programs  and 
provided  them  directly  to  stations,  and  distributed  for  broadcast  and  non- 
broadcast  6,691  programs  via  its  video  tape  library. 

The  newest  consortium,  Pacific  Islanders  in  Communications  (PIC),  was 
founded  in  1992  with  the  mission  of  developing  programming  produced  by 
and  about  Indigenous  Pacific  Islanders  for  a  national  public  television 
audience.  In  the  last  two  years,  PIC  has  undertaken  a  community  assessment 
to  identify  the  indigenous  Pacific  Islander  producing  communities  that 
include  the  Native  Hawaiian,  Chamorra  (Guam  and  the  Northern  Mariana 
Islands)  and  Samoan  (American  Samoa)  communities  and  increasing  access 
for  producers  from  these  communities  to  the  resources  of  PIC.  The  work  of 
PIC  is  integrally  connected  to  the  survival  of  Pacific  Islander  cultures.  The 
very  act  of  creating  public  television  programs,  that  is  inscribing  and 
recording  Pacific  Islander  voices,  experiences,  and  traditions  on  film  ad  tape, 
becomes  a  process  by  which  Pacific  Islanders  record  history  and  keep  alive  the 
authenticity  of  cultural  traditions  that  have  been  appropriated  by  commercial 
media.  In  addition  to  providing  grants  for  new  productions,  PIC  offers 
training  to  both  experienced  and  emerging  Pacific  Islanders  film  and  video 
producers  in  the  areas  of  producing,  scriptwriting,  acting  and  directing. 

CPB  support,  while  modest,  has  enabled  the  Minority  Consortia  to  bring  to 
the  public  programming  that  might  otherwise  go  unseen  and  unheard  by  the 
American  public.  Among  them  are  LA  PASTORfiLA,  A  BOWL  OF  BEINGS,  LA 
CARPA,  DAUGHTERS  OF  THE  DUST,  DAYS  OF  WAITING,  THE  COLOR  OF 
HONOR,  WHO  KILLED  VINCENT  CHIN?,  MANDELA,  JAZZ  AT  O.S.U.,  LOS 
LOBOS  ...  AND  A  TIME  TO  DANCE,  A  QUESTION  OF  COLOR,  and  MALCOLM  X: 
MAKE  IT  PLAIN.  Among  the  radio  programs  which  have  achieved  national 
acclaim  is  SPIRITS  OF  THE  PRESENT  which  was  co-produced  by  the  Native 
American  Public  Broadcasting  Consortium  and  Smithsonian  Radio,  and  Norman 
Jayo's  THE  LAST  GAME  SHOW,  co-produced  by  NAATA  and  winner  of  the  Gold 
Medal  of  the  International  Radio  Festival  of  New  York. 

These  programs  represent  significant  contributions  to  the  body  of 
contemporary  work  which  address  the  concerns  of  the  communities  we  represent. 
But  in  relation  to  the  size  of  our  constituency,  which  accounts  for  30%  of  our 
nation's  population,  this  body  of  work  is  inadequate.  Moreover,  at  30%  of  the 
population,  and  growing  (projected  to  be  nearly  50%  by  the  year  2050)  the  concerns 
of  our  constituencies  have  long  ceased  to  be  "marginal"  in  relation  to  the  so-called 
mainstream,  if  they  ever  were. 

It  serves  the  national  interest  for  those  of  us  who  have  historically  been 
misrepresented,  unheard,  and  unseen  to  have  a  voice  and  be  part  of  the  solutions  to 
the  problems  our  society  faces.  We  need  more  than  ever  a  forum  for  the  intelligent 
and  honest  investigation  and  discussion  of  the  issues  of  the  day  from  the 
perspectives  of  those  individuals  and  communities  are  most  affected  by  these  issues 
and  who  will  soon  make  up  the  majority  of  the  U.S.  population.  Public 
broadcasting  can  provide  this  forum. 
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STATEMENT  OF  SHERIDAN  TURNER,  DIRECTOR  OF  EDUCATION, 
MUSEUM  OF  SCIENCE  AND  INDUSTRY  OF  CHICAGO 

Thank  you  for  providing  me  the  opportunity  to  submit  testimony  to 
your  Subcommittee  this  year. 

My  name  is  Sheridan  Turner.  I  am  the  Director  of  Education  at  the 
Museum  of  Science  and  Industry  of  Chicago. 

During  the  past  several  years  this  Subcommittee  has  listened 
patiently  as  science  museums  have  explained  their  ongoing  efforts 
to  serve  as  interpreters  for  the  public  of  complex  scientific 
information,  and  to  serve  as  agents  of  change  in  our  formal 
education  system. 

I  would  like  to  update  this  Subcommittee  on  how  science  museums  are 
contributing  to  directing  change  in  public  education,  and  the 
specific  role  that  the  Museum  of  Science  and  Industry  in  Chicago  is 
playing  in  challenging  and  supporting  the  Chicago  public  education 
system. 

As  you  remember,  several  years  ago  former  Education  Secretary 
William  Bennett  called  the  Chicago  Public  School  system  the  worst 
public  school  system  in  the  Nation.  Since  that  time  the  Chicago 
public  schools  have  been  undergoing  change  and  are  improving.  The 
informal  education  community  in  Chicago  has  played  a  significant 
role  in  that  improvement.  Through  its  work  with  the  Chicago  Public 
Schools,  the  Museum  of  Science  and  Industry  has  demonstrated  that 
the  science  museum  community  can  both  facilitate  meaningful 
education  reform  as  well  as  provide  educators  with  alternate 
resources  and  methods  of  teaching. 

Science  museums  are  making  great  strides  in  reforming  the  way  that 
teachers,  parents  and  students  view  science  education  and  science 
learning.  These  museums  are  primarily  educational  organizations. 
Science  museums  continue  to  remain  an  under-utilized  resource  in 
efforts  to  challenge  the  formal  education  system  and  to  offer 
today's  youth  tools  and  technology  far  beyond  those  found  in  the 
formal  classroom.  Science  museums  can  supplement,  and  provide 
greater  dept  to  the  traditional  educational  curricula. 

Our  community  is  at  the  forefront  of  the  educational  movement 
because  we  offer  what  we  call  the  "Uncommon  Classroom." 
Encompassing  the  Museum's  myriad  of  exhibits,  learning  labs, 
activities  and  resources,  the  "Uncommon  Classroom"  provides 
educators  with  an  alternative  resource  in  education.  Rather  than 
presenting  passive  learning  environments,  our  Museum  offers  the 
interactive  learning  experience,  actively  engaging  students  in  the 
exhibit,  exciting  their  curiosity  and  motivating  them  to  learn. 
Scientific  phenomena  and  applications  of  technology  are  presented 
in  ways  that  are  meaningful  to  their  every  day  lives  and  real  time. 

Through  hands-on  interactive  activities,  students  can  explore, 
experiment,  observe  results  and  build  upon  their  existing 
knowledge.  Our  learning  labs  present  real  time  problems  for 
students  to  solve  utilizing  today's  tools  of  technology.  Such 
experiences  do  not  replace  but  significantly  reinforce  the  lessons 
learned  in  schools  with  the  added  benefit  of  involving  parents  in 
the  educational  process. 

It  is  science  museums  like  ours  that  offer  superior,  innovative  and 
measurably  effective  teaching  methodologies  and  practices  to  meet 
the  science  needs  of  today's  youth. 

Most  learning  takes  place  outside  of  the  formal  education  setting. 
Science  museums   recognize   the   challenge   and   the   opportunity  to 


182 


embed  our  "uncommon  classroom"  within  an  ongoing  formal  program  of 
instruction.  This  is  occurring  in  Chicago  today  to  the  benefit  of 
children  growing  up  in  that  city. 

There  has  been  a  great  deal  of  discussion  in  policy  circles  of 
setting  outcomes  standards.  These  standards  will  measure  a 
student's  achievement  through  continuous  assessment  rather  than 
rote  memorization. 

Establishing  these  types  of  outcomes  standards  will  help  encourage 
science  museums  to  continue  to  quantify  the  contribution  that  they 
make  in  the  human  learning  process.  These  types  of  standards  will 
help  demonstrate  the  significant  role  that  science  museums  have  in 
the  education  of  our  nation's  youth. 

Last  year  Congress  adopted  the  Improving  America's  Schools  Act,  the 
reauthorization  of  the  Elementary  and  Secondary  Education  Act.  In 
that   Act,    Congress   provided   several    opportunities    for  informal 
education  organizations  such  as  science  museums  to  develop 
productive  partnerships  with  local  schools. 

I  know  that  the  new  Congress  may  reconsider  this  Act,  and  that 
there  is  not  universal  support  for  every  component  of  the  Act. 
Nevertheless,  these  types  of  innovative  local  partnerships  can  work 
to  the  benefit  of  our  youth.  This  has  been  demonstrated  with  the 
Chicago  Public  Schools. 

And  the  federal  government  can  play  a  role  in  promoting  and 
encouraging  these  types  of  local  partnerships  in  support  of 
education  reform.  It  is  our  Museum's  hope  that  this  Subcommittee 
will  recognize  the  important  role  that  science  museums  have  played 
in  the  advancement  and  development  of  our  Nation's  education  system 
during  the  past  decade.  We  look  forward  to  building  upon  this  role 
and  to  increasing  our  contribution  to  traditional  teaching 
approaches . 

Thank  you  for  providing  me  the  opportunity  to  submit  testimony  this 
year.  I  look  forward  to  working  with  the  Members  of  this 
Subcommittee  to  involve  science  museums,  through  local 
partnerships,   in  improving  our  education  system. 


STATEMENT  OF  ERIKA  A.  MUSSER 

Mr.  Chairman  and  Members  of  this  Committee:  I  am  Erika  A.  Musser,  the  mother 

of  F.  Heidi  Musser,  who  is  a  totally  blind  student  in  her  senior  year  at  Northeastern  Illinois 
University  in  Chicago.  I  do  not  represent  any  organization.  The  emotional  pain  and  frustrations 
that  I  had  to  endure  while  observing  the  struggles  of  university  administrators  and  professors  to 
usher  my  daughter  and  her  blind  peers  through  the  "system"  without  giving  them  tools  on  campus 
for  independent  learning  have  fueled  my  courage  and  determination  for  the  past  five  years.  I  feel 
deeply  honored  that  I  have  been  invited  for  the  third  consecutive  year  to  prepare  a  testimony,  and  I 
am  pleased  to  report  on  the  Braille  Training  Projects,  which  were  funded  for  the  past  two  years. 

The  results  are  truly  heartwarming!  The  appropriations  for  FY  *93  of  approximately 
$450,000  for  four  one-year  projects  and  for  FY  '94  of  approx.  $400,000  for  the  first  year  of  two 
three-year  projects  have  accomplished  more  than  initially  anticipated.  Hundreds  of  educators  and 
rehabilitation  professionals  in  the  blind  and  visually  impaired  field  throughout  the  nation  are  now 
better  qualified  and,  most  important,  more  enthusiastic  in  teaching  braille  skills.  Computer-based 
braille  instructional  material  and  training  videos  for  braille  for  professionals  and  family  members  of 
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blind  persons  will  soon  be  disseminated  on  a  nationwide  scale.  Further,  plans  are  underway  for 
the  preparation  of  journal  articles,  computer  bulletin  boards  and  databases,  as  well  as  video  tape 
promoting  the  computer-based  instructional  material  on  public  television. 

Since  there  exists  a  definite  correlation  between  braille  literacy  and  employability,  there  is 
good  reason  to  feel  optimistic  that  the  unemployment  rate  of  70  percent,  that  has  been  static  among 
the  blind  working-age  population  for  many  years  in  the  past,  will  eventually  show  a  decline.  I  am 
hopeful  that  in  future  years  a  college  degree  given  to  a  blind  individual  will  hold  a  much  greater 
promise  for  successful  employment  than  in  the  past.  The  present  12  percent  figure  for  braille 
literacy  among  the  blind  citizenry  is  a  disgrace  for  our  nation! 

Dr.  Frederic  Schroeder  (presently,  Commissioner  of  the  Rehabilitation  Services 
Administration)  calls  braille  "the  key  to  opportunity"  (Journal  for  Visual  Impairment  and  the  Blind, 
1989,  p.  290)  and  Dr.  Grace  Napier  claims  that  braille  "holds  the  key  to  genuine  literacy  and 
independence."  (Education  of  the  Visually  Impaired,  1988,  V.  19,  p.  144). 

I  kindly  ask  this  committee  for  a  total  appropriation  of  $800,000  for 
FY  '96.  Here  are  my  ideas  and  recommendations: 

(1)  Continue  the  two  three- year  projects,  started  in  November  *94  and  funded  by  the 
Rehabilitation  Services  Administration. 

Total  funding:   $400,000    (two  projects  for  second  year  of  three-year  cycle) 

(2 )  The  creation  of  a  3  or  4-week  Summer  Braille  Music  Training  Program  for  a  three-year 
cycle  is  very  dear  to  my  heart.  My  blind  daughter  Heidi's  major  is  Music.  Throughout  her  college 
years,  she  had  to  study  her  advanced  piano  repertoire  by  listening  and  imitating  recorded  music. 
There  is  not  a  single  braille  music  tutor  available  at  college  level  in  the  entire  State  of  Illinois 
according  to  the  Illinois  Department  of  Rehabilitation  Services.  The  situation  in  most  other  states  is 
equally  bleak. 

Many  young  blind  individuals  show  great  potentials  for  success  in  musical  careers,  yet 
teachers  for  braille  music  at  post-secondary  level  are  practically  non-existent.  A  Summer  Braille 
Music  Training  Program  would  enable  blind  young  music  students  and  accomplished  blind 
musicians  from  every  corner  of  the  nation  to  come  together  to  acquire  the  necessary  skills  for 
braille  music  score  reading  and  writing,  as  well  as  computer  skills  for  composition,  technics  for 
stage  performance,  etc.  For  the  fall  semester,  students  equipped  with  newly  acquired  skills  could 
return  to  their  home  institution  (high  school  or  post-secondary  level)  for  integration  with  sighted 
music  students. 

Funds  for  scholarships,  internships,  and  travel  expenses,  as  well  as  cost  for  room  and 
board  should  be  made  available  for  students  on  a  competitive  basis,  and  included  in  the  budgeting 
of  this  project. 

Blind  pianist  Nicolas  Constantinidis  from  Akron,  Ohio,  who  has  been  acclaimed  in  concert 
halls  all  over  the  world,  states:  "If  you  go  to  college  as  a  music  major,  you  really  need  to  know 
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your  braille  music.  Nobody's  going  to  sit  around  and  teach  you  by  ear.  You  can  only  go  so  far  by 
ear,  and  then  it  stops,  because  the  complexity  of  the  work  becomes  so  overwhelming." 

Hopefully,  philanthropic  organizations  from  the  private  sector  will  join  hands  in  the  form 
of  grants  to  make  this  project  a  nationwide  success. 

Total  suggested  funding:    $200,000  (for  each  year  of  three-year  cycle) 

(3)  So  far,  all  Braille  Training  Projects  have  focused  on  braille  training  for  rehabilitation 
professionals  or  preparing  teaching  material  for  braille.  I  strongly  feel  that  we  need  to  concentrate 
on  a  Braille  Training  Project  model  that  focuses  on  braille  training  at  university  level,  including  a 
wide  range  of  people  in  a  university  community.  Why  not  provide  an  environment  for  sighted 
students,  especially  future  special  education  teachers  at  undergraduate  and  graduate  level, 
professors  from  all  disciplines  if  they  are  interested,  as  well  as  none-degree-seeking  citizens,  who 
have  visually  handicapped  family  members,  to  learn  together  with  blind  and  visually  impaired 
students.  By  interacting  with  blind  individuals  and  unveiling  the  "mystery"  about  braille  that  seems 
to  exist  among  the  general  public,  the  prejudicial  societal  attitudes  towards  blind  persons  may 
eventually  be  changed.  I  learned  braille  by  myself,  so  I  could  teach  my  daughter,  and  I  had  fund 
doings  so;  in  addition,  I  gained  enormous  respect  towards  blind  persons. 

Such  a  model  would  have  numerous  components  that  need  to  be  considered: 

(a)  Class  size  would  have  to  be  kept  small  ~  not  more  than  six  students  in  a  class  -  to 
establish  interactions  and  positive  attitudes;  depending  on  the  demand,  numerous  braille  classes 
could  be  held  during  the  same  semester.  The  sighted  would  learn  to  read  braille  by  sight,  while  the 
blind  and  visually  impaired  would  develop  their  tactile  sense. 

(b)  All  degree-seeking  students  could  get  credit  to  satisfy  general  education  requirements  in 
the  Humanities.  Why  not  substitute  a  course  in  Braille  for  a  foreign  language  course? 

(c)  To  make  this  program  attractive  specifically  for  students  seeking  a  degree  in  special 
education,  funds  for  numerous  partial  and/or  full  semester  tuition  scholarships  should  be  made 
available.  Non-degree-seeking  students,  who  have  visually  handicapped  family  members,  should 
be  able  to  attend  this  classes  free  of  charge  as  a  public  service. 

(d)  All  materials  produced  so  far  through  the  Braille  Training  Projects  would  definitely 
enhance  such  undertaking.  It  is  exciting  for  me  to  know  that  instructors  for  such  a  project  can  be 
recruited  from  the  pool  of  better  trained  rehabilitation  professionals  now  available  as  a  result  of 
previous  Braille  Training  Projects. 

(e)  As  a  goal,  after  two  courses  of  Braille  the  majority  of  students  should  be  encouraged  to 
take  the  National  Library  Braille  Competency  Test  offered  by  the  Library  of  Congress. 

(f)  Further,  such  a  project  will  provide  a  pool  of  students,  who  are  more  knowledgeable 
and  understanding  in  providing  reader  services  to  visually  handicapped  students  on  campus. 
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The  Lions  Club  International  Foundation  has  offered  to  support  such  a  project.  In  the  May 
issue  of  The  Lions"  Magazine  a  two-page  article  will  appear  in  all  English-speaking  countries 
depicting  my  work  with  members  of  Congress. 

Total  suggested  funding:    $200,000  (for  each  year  of  three-year  cycle) 

I  was  extremely  fortunate  that  Senator  Paul  Simon  and  former  Congressman  William 
Natcher  understood  me  when  I  came  to  them  in  despair.  Senator  Simon  translated  my  pleas  into 
the  Braille  Training  Projects  Amendment  in  the  Reauthorization  of  the  Rehabilitation  Act  of  1992 
and  Congressman  Natcher  was  the  first  one,  who  asked  me  to  testify  before  Congress.  I  feel 
deeply  indebted  to  both.  They  "taught"  me  what  one  individual  can  accomplish,  and  that  our 
government  works! 

Whenever  I  visited  the  Office  of  Special  Education  and  Rehabilitative  Services,  I  was 
always  very  well  received.  Former  Assistant  Secretary  Robert  Davila  and  present  Assistant 
Secretary  Judith  Heumann  always  encouraged  me  to  keep  up  my  advocacy.  Commissioner 
Frederic  Schroeder,  a  blind  person  himself,  went  out  of  his  way  to  visit  Northeastern  Illinois 
University  last  November  to  address  disabled  students  and  rehabilitation  professionals  at  university 
level.  To  move  forward  as  fast  as  possible,  Dr.  Richard  Melia  of  the  Rehabilitative  Service 
Administration  and  I  have  exchanged  ideas  by  phone  and  in  writing  frequently  during  the  past  few 
years.  He  was  always  kind  and  extremely  knowledgeable  in  answering  my  questions. 

Special  thanks  go  to  Mr.  Donn  Bichsel,  Vice  President  of  Development  and  Public  Affairs 
at  Northeastern  Illinois  University.  "Unintentionally,"  he  helped  me  to  locate  a  problem  area. 
University  administrators  need  better  guidelines  in  respect  to  the  particular  needs  of  blind  students. 
Often  the  cost  for  equipment  or  services  is  not  the  problem.  Encouraging  braille  literacy,  providing 
reader  services  on  campus  for  visually  handicapped  students  whenever  needed,  and  teaching 
computer  literacy  skills  at  college  level  will  not  only  reduce  the  frustrations  of  fulfilling  the  require- 
ments for  a  degree,  but  definitely  foster  independence  and  rebuild  their  self-esteem  for  greater 
success  in  the  job  market  At  present  time,  blind  students  feel  powerless  and  don't  speak  up;  and 
too  often,  professors  and  administrators  are  resistant  to  change  and  unaware  that  the  Americans 
with  Disabilities  Act  entails  much  more  than  providing  wheelchair  ramps  and  sign  interpreters.  I 
have  discussed  this  problem  with  Senator  Simon,  and  he  has  promised  to  work  with  me  to  find  a 
solution. 

Thank  you  for  giving  me  the  opportunity  to  serve  the  common  good. 


STATEMENT  OF  THE  NATIONAL  ALLIANCE  FOR  ORAL  HEALTH 

Oral  health  is  often  taken  for  granted.  Despite  former  Surgeon  General  C.  Everett  Koop's 
insistence  on  the  recognition  of  oral  health  as  a  basic  health  need,  there  exists  a  concept  of 
the  mouth  as  separate  from  the  rest  of  the  body  within  both  professional  training  and  the 
insurance  industry.  Despite  the  fact  that  oral  health  when  neglected  can  cause  excruciating 
pain  and  phenomenal  dental  bills,  many  Americans  do  not  even  know  the  importance  of  basic 
daily  preventive  care.  And  despite  the  fact  that  speech  and  eating  abilities,  employment 
opportunities,  and  quality  of  life  are  obstructed  without  a  healthy,  functioning  mouth,  over 
20  million  patients  requiring  unusual  oral  health  care  due  to  genetic  and  acquired  disorders 
are  waiting  in  desperate  need  of  research  and  quality  care  to  improve  their  situations. 
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The  National  Alliance  for  Oral  Health  (NAOH)  is  a  coalition  of  patients  and  practitioners 
concerned  about  the  needs  of  special  oral  health  care  populations.  Patients  needing 
extraordinary  oral  health  care  just  to  maintain  ordinary  oral  health  status  range  from 
children  born  with  mental  and  physical  disabilities  to  adults  who  develop  oral  cancers  to 
senior  citizens  who  develop  the  tremors  of  Parkinson's  disease  or  the  softened  bones  of 
Paget's  disease.  Special  care  patients  come  from  all  walks  of  life,  all  social  classes,  all  ethnic 
origins,  both  genders,  all  sexual  orientations,  and  all  levels  of  education.  Yet  for  all  their 
differences,  they  "fall  through  the  cracks"  in  the  same  places:  research,  insurance  coverage, 
and  quality  care.  To  achieve  our  goals  of  widespread  education  about  special  care  patients 
and  accessible,  quality  care  for  them,  we  urge  support  of  both  the  National  Institute  of  Dental 
Research  and  General  Dentistry  residency  programs  in  FY  1996. 

National  Institute  of  Dental  Research:  The  National  Institute  of  Dental  Research  (NIDR) 
was  founded  in  the  1940s  to  combat  the  rampant  dental  caries  then  present  in  potential 
World  War  II  military  recruits.  That  challenge  met,  the  NIDR  went  on  to  conduct  many 
more  projects  which  have  improved  the  lives  of  all  Americans  and  given  hope  to  special  oral 
health  care  patients.  Recently,  for  example,  the  National  Oral  Health  Information 
Clearinghouse  (NOHIC)  became  a  reality.  This  project,  after  several  years  in  the  planning 
stages,  is  now  an  active  database.  Patients,  researchers,  and  practitioners  can  access  the 
NOHIC  from  anywhere  in  the  country,  to  learn  the  latest  treatment  and  diagnosis 
information.  This  service  is  invaluable  for  special  care  patients,  whose  obscure  symptoms 
may  be  puzzling  to  practitioners. 

In  April  1994,  the  NIDR  hosted  the  first  international  conference  on  temporomandibular  joint 
(TMJ)  disorders.  TMJ  disorders  are  possibly  the  largest  health  controversy  in  recent  years; 
the  lack  of  pertinent  research  is  so  extreme  that  there  is  no  consensus  among  patients  or 
practitioners  as  to  treatment.  The  jaw  joints  are  often  disowned  by  both  the  medical  and 
dental  communities,  and  patients  in  great  pain  are  often  given  irreversible,  expensive 
treatment  options,  when  in  fact  no  one  is  truly  qualified  to  treat  this  disorder.  Congress 
recognized  the  seriousness  of  the  TMJ  disorders  by  recommending  increased  research  in  this 
area  in  the  1995  budget.  With  their  international  conference,  the  NIDR  took  a  bold  first  step 
toward  resolving  the  TMJ  crisis. 

Research  projects  at  the  NIDR  have  improved  and  continue  to  enhance  the  quality  of  life  not 
just  for  special  patients,  but  for  all  Americans.  A  current  research  project  at  the  Institute 
focuses  on  dental  implants  in  patients  with  ectodermal  dysplasias  (ED).  Children  born  with 
ED  have,  among  other  symptoms,  scant,  malformed  teeth.  Dentures,  when  worn  for  an 
extended  period  of  time,  can  cause  bone  resorption  and  are  inclined  to  slip,  especially  when 
worn  by  active  children.  Research  to  determine  the  long-term  safety  and  efficacy  of  dental 
implants  will  not  only  greatly  enhance  the  lives  of  children  born  without  teeth,  but  will  also 
help  anyone  who  needs  implants  for  any  reason.  Budget  cuts  will  not  allow  this  invaluable 
research  project  to  continue  past  the  next  few  years,  thereby  nulhfying  the  value  of  the 
research;  the  project  length  will  not  have  been  of  sufficient  duration  to  guarantee  the  safety 
and  efficacy  of  implants  in  children  as  they  grow  to  adulthood. 

Research  subjects  are  far  from  exhausted.  Millions  of  individuals  suffer  from  diseases  of 
unknown  origin,  with  little  hope  of  recovery  or  satisfying  treatment.  Parents  of  children  born 
with  cleft  lip  and  palate  or  ectodermal  dysplasias  wait  to  understand  the  genetic  implications 
of  their  child's  disorders.  Paget's  disease  of  bone  and  Sjogren's  syndrome  patients  wait  to 
hear  of  more  effective  treatments  and  cures  for  their  disorders.  TMJ  disorder  patients  wait 
to  learn  the  cause  of  their  pain  and  dysfunction.  For  all  these  people,  the  National  Institute 
of  Dental  Research  is  a  source  of  hope.  The  National  Alliance  for  Oral  Health 
respectfully  urges  this  subcommittee  to  support  the  NIDR  at  a  level  of  $215  million 
in  FY  1996.  In  addition  we  urge  the  Ad-Hoc  Committee  on  Medical  Research 
Funding's  recommended  budget  of  $12,725  billion  for  the  National  Institutes  of 
Health  in  total. 


General  Dentistry  Residencies:  In  our  ongoing  quest  for  improved  care  for  special  care 
patients,  NAOH  recognizes  that  quality  care  begins  with  quality  training.  Dentists  who 
participate  in  General  Dentistry  residencies  --  programs  similar  to  the  internship  year  in 
medicine  --  are  better  prepared  to  meet  the  wide-ranging  needs  of  their  patients.  This  is 
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especially  vital  for  special  care  patient  populations,  because  practitioners  who  have  completed 
residency  training  will  be  better  able  to  identify  and  address  the  complex  problems  of  special 
care  patients,  with  fewer  specialist  referrals.  For  example,  patients  with  Sjogren's  syndrome 
(SS)  suffer,  usually  later  in  life,  with  dry  mouth,  eyes,  and  nose,  and  feel  constant  fatigue. 
This  disorder,  like  many  others,  has  much  more  serious  effects  if  not  diagnosed  and  treated 
early,  although  there  is  no  known  cure.  Sjogren's  syndrome  can  ravage  both  the  dentition 
and  the  eyesight,  causing  pain,  diminished  quality  of  life,  and  a  nightmarish  cycle  of 
practitioners  and  referrals. 

Increased  funding  of  general  dentistry  programs  would  allow  increased  training  in  diagnosis 
and  treatment  of  patients,  whether  they  seek  care  for  a  routine  cleaning  or  an  obscure 
disorder.  A  dentist  with  this  training  would  be  able  to  recognize  early  the  signs  of  SS,  and 
the  patient  would  receive  timely,  appropriate  care.  In  their  study  of  postgraduate  General 
Dentistry  education,  the  Bureau  of  Health  Professions  concluded  that  "Considering  the 
relatively  modest  investment  of  funds  by  the  federal  government,  the  impact  on  the  growth 
and  scope  to  General  Dentistry  programs  and  the  subsequent  effect  on  dental  care  has  been 
substantial."  At  this  time,  only  a  fraction  of  the  students  who  seek  admission  to  General 
Dentistry  residencies  can  be  admitted.  To  expand  existing  training  programs  and 
create  new  ones,  we  urge  the  Subcommittee  to  appropriate  $6  million  dollars  to 
General  Dentistry  residency  programs  in  FY  1996. 

In  Summary:  The  National  Alliance  for  Oral  Health  appreciates  the  challenges  inherent  in 
budgeting  the  finances  of  a  nation.  As  the  true  priorities  and  responsibilities  of  the  federal 
government  are  closely  inspected  and  hotly  debated,  we  respectfully  urge  you  to  continue  to 
fund  health  care  research.  The  health  and  well-being  of  U.S.  citizens  --  including  those  who 
traditionally  "fall  through  the  cracks"  -  are  crucial  to  the  American  quality  of  life.  The 
programs  conducted  by  the  NIH  and  NIDR  are  invaluable  to  the  American  people  as  a  whole, 
as  is  the  increased  postdoctoral  training  of  dentists.  We  urge  you  to  make  the  health  of  our 
nation  a  priority  in  your  funding  decisions.  Again,  we  respectfully  urge  you  to  fund  the 
National  Institute  of  Dental  Research  at  a  level  of  $215  million,  the  National 
Institutes  of  Health  in  total  at  a  level  of  $12,725  billion,  and  General  Dentistry 
residency  programs  at  a  level  of  $6  million. 


STATEMENT  OF  VICKI  KALABOKES,  ON  BEHALF  OF  THE  NATIONAL 
ALOPECIA  AREATA  FOUNDATION 

Mr.  Chairman  and  members  of  the  Senate  Subcommittee  on  Appropriations  for  Labor. 
Health  and  Human  Services.  Education,  thank  you  for  the  opportunity  to  present  written 
testimony  on  behalf  of  the  National  Alopecia  Areata  Foundation  (NAAF)  concerning  the 
need  for  funding  for  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin 
Diseases  (NIAMS).  a  component  of  the  National  Institutes  of  Health  (NIH).  Federal  funds 
for  NIAMS  will  result  in  significant  benefits  to  the  estimated  two  and  one  half  million 
Americans  suffering  with  the  disease  alopecia  areata. 

What  is  Alopecia  Areata? 

Alopecia  areata  is  a  disease  of  the  hair  follicle  that  causes  sudden  hair  loss  ranging  from 
one  small  patch  on  the  scalp  to  the  loss  of  every  hair  on  the  body,  including  eyelashes  and 
eyebrows.  It  occurs  in  males  and  females  of  all  ethnic  groups  and  ages,  but  children  are 
affected  most  often.  Alopecia  areata  will  strike  about  one  percent  of  us  by  age  50. 
Currently,  there  is  no  cure  for  alopecia  areata.  Scientists  are  not  sure  what  causes  alopecia 
areata,  but  evidence  is  mounting  that  an  immunological  signal  is  involved.  The  disease  is 
probably  an  autoimmune  disorder,  one  in  which  the  body  forms  antibodies  against  some 
part  of  the  hair  follicle  (a  type  of  "self  allergy"). 

Alopecia  areata  is  not  life-threatening  but  is  certainly  challenging  emotionally  and  life- 
altering.  The  sudden  onset,  recurrent  episodes,  and  unpredictable  course  can  be  traumatic 
for  those  suffering  with  the  disease  and  their  family  members.  Almost  everyone  who  has  to 
deal  with  the  loss  of  their  hair  goes  through  psychological  pain  and  suffering.  The  loss  of 
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hair  can  contribute  to  depression,  low  self-esteem,  and  a  general  sense  of  vulnerability  and 
isolation.  This  can  lead  to  adults  being  less  productive  at  work  and  children  dreading  going 
to  school  each  day. 

Consider  how  devastating  gradual  hair  loss  is  to  adults  and  imagine  what  it  is  like  for  a 
small  boy  in  elementary  school  being  made  fun  of  by  his  classmates  for  looking  different  or 
a  teenage  girl  being  left  out  or  ridiculed  because  she  is  bald. 

Physically,  alopecia  areata  is  a  problem  because  hair  serves  very  practical  purposes.  It 
protects  the  eyes  from  dust  and  glare,  it  insulates  the  head  from  cold  and  heat,  and  protects 
the  nose  and  sinuses  Trom  foreign  particles  and  bacteria. 

Treatments  for  the  disease  are  often  ineffective  or  simply  cosmetic  because  so  little  is 
known  about  the  cause  of  alopecia  areata.  Compounding  our  lack  of  knowledge,  many 
insurance  companies  do  not  cover  the  cost  for  individuals  seeking  diagnostic  procedures  or 
treatments. 

The  National  Alopecia  Areata  Foundation 

The  National  Alopecia  Areata  Foundation  (NAAF)  was  founded  fourteen  years  ago  in  order 
to  help  those  with  alopecia  areata  cope  with  and  understand  the  disease.  NAAF  is  the 
largest  private  funding  agency  in  the  world  supporting  research  on  alopecia  areata.  Since 
its  creation,  the  Foundation  has  been  able  to  fund  and  promote  research,  create  a  network  of 
support  groups,  and  make  major  strides  in  educating  both  the  medical  profession  and  the 
general  public  about  the  disease. 

NAAF  has  more  than  50  support  groups  across  the  country  that  offer  people  with  alopecia 
areata  an  opportunity  to  meet  others  and  share  solutions  for  enduring  the  disease.  Support 
groups  further  the  Foundation's  goal  of  research,  help,  and  public  awareness.  Each  year, 
NAAF  organizes  an  international  conference  for  families,  doctors,  researchers,  and 
exhibitors  to  present  and  learn  about  the  latest  developments  in  research,  treatment,  and 
support. 

Extensive  research  into  alopecia  areata  began  in  the  mid  1980'a  after  NAAF  started 
funding  major  grants.  The  Foundation  has  raised  over  a  million  dollars  for  research  which 
was  provided  to  qualified  investigators  through  a  peer-review  system  like  that  of  the 
National  Institutes  of  Health  (NIH). 

For  the  past  five  years  NAAF  has  been  funding  research  to  develop  two  animal  models  to 
be  used  to  study  alopecia  areata.  Other  areas  of  research  that  NAAF  is  funding  include 
genetyping,  treatments,  immunology,  and  hair  biology. 

Role  of  NIAMS 

In  October  1990  a  "Research  Workshop  on  Alopecia  Areata"  was  co-sponsored  by  NAAF 
and  NIAMS.  This  research  provided  the  participants  an  opportunity  to  summarize  the 
current  knowledge  of  alopecia  areata  and  to  focus  on  specific  questions  that  need  to  be 
answered  in  order  to  understand  what  the  malfaction  is  in  the  disease.  In  1994,  the  NAAF 
provided  80  percent  of  the  funds  for  a  "Second  International  Research  Workshop  on 
Alopecia  Areata"  co-sponsored  with  NIAMS.  The  second  workshop  has  developed  into 
several  collaborations  and  the  creation  of  an  international  committee  to  develop  precise  and 
uniform  international  classifications  and  definitions  to  be  used  by  all  investigators. 
Research  funded  by  NAAF  focusing  on  the  hair  bulge  has  now  been  awarded  a  NIAMS 
grant  and  will  continue  to  evaluate  the  role  of  the  hair  bulge  in  the  control  of  the  hair 
follicle  cycle. 

Although  NAAF  is  the  largest  private  donor  agency  in  the  field  of  alopecia  areata  research, 
a  cure  can  not  be  found  without  the  support  of  NIAMS.  By  providing  greater  funding  for 
NIAMS  this  institute  can,  in  turn,  provide  greatly  needed  grants  to  scientists  searching  for 
the  cause  and  cure  of  devastating  diseases. 
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When  NIAMS  funds  research  for  a  particular  area,  it  is  seen  as  a  priority  by  talented 
scientists.   In  pragmatic  terms,  researchers  must  have  enough  funds  to  allow  them  to  invest 
years  of  their  lives  searching  for  a  cause  and  a  cure  for  alopecia  areata  and  other  diseases. 

With  the  support  of  NIAMS,  researchers  studying  other  diseases  make  make  breakthoughs 
that  have  applications  for  alopecia  areata.  For  example,  a  researcher  with  a  NIAMS  grant, 
working  on  a  study  unrelated  to  alopecia  areata  discovered  that  the  mice  he  was  using  had 
alopecia  "areata.  This  discovery  occured  due  to  the  researcher's  awareness  of  NIAMS' 
interest  in  alopecia  areata.  On  the  other  hand,  researchers  studying  the  functioning  of  the 
immune  system  in  relation  to  alopecia  areata  may  discover  relevant  information  for  another 
condition. 

NIAMS  is  one  of  the  most  efficient  and  effective  institutes  in  the  NIH  system.  NIAMS 
could  do  more,  if  resources  were  available.  NIAMS  is  able  to  fund  fewer  than  1  in  5 
submitteed  grants  annually.  It  is  expected  that  in  fiscal  year  1995,  NIAMS  will  fund  19.9 
percent  of  submitted  grant  applications,  while  NIH  overall  expects  to  fund  24.3  percent. 
Unfunded  research  opportunities  result  in  fewer  scientists  applying  for  NIAMS  grants. 
NIAMS  must  receive  parity  with  the  other  institutes. 

In  conclusion  Mr.  Chairman,  the  public/private  partnership  between  NIAMS  and  NAAF  is 
making  a  difference  but  more  work  is  needed  if  we  are  to  find  a  cure  for  alopecia  areata. 
This  work  is  not  possible  without  increased  funding  of  NIAMS.  In  order  to  make  this 
partnership  work,  NIAMS  needs  to  be  sufficiently  funded  so  that  they  can  make  grants  and 
encourgage  cooperation  with  our  Foundation. 

NAAF  urges  this  committee  to  appropriate  $271  million  for  fiscal  year  1996.  Thank  you 
for  your  time  and  interest. 


STATEMENT  OF  VIVIAN  HANSON  MEEHAN,  PRESIDENT,  NATIONAL 
ASSOCIATION  OF  ANOREXIA  NERVOSA  AND  ASSOCIATED  DISORDERS 

Eating  disorders  are  devastating  illnesses  which  afflict  more  than 
seven  million  women  and  one  million  men  in  America.  These 
illnesses — which  include  anorexia  nervosa,  bulimia  nervosa  and 
compulsive  overeating — produce  psychological  anguish  for  victims 
and  their  families,  cause  dangerous  medical  complications,  and  have 
a  high  mortality  rate. 

Founded  in  1976,  the  National  Association  of  Anorexia  Nervosa  and 
Associated  Disorders  (ANAD)  has  reached  millions  of  people  through 
its  multifaceted  programs.  These  programs  include  a  nationwide 
network  of  free  support  groups,  education/prevention  outreach 
efforts,  advocacy  campaigns,  professional  training  conferences  and 
a  national  hotline. 

We  request  that  $5,000,000  be  appropriated  for  programs  and 
services  to  prevent  these  deadly  illnesses.  In  addition,  we 
request  that  research  on  eating  disorders  receive  increased 
funding,  especially  research  evaluating  the  effectiveness  of 
different  prevention,  treatment  and  self-help  support  strategies. 

To  date,  public  health  agencies  have  almost  completely  ignored  the 
need  for  programs  and  services  to  prevent  eating  disorders. 
Funding  for  such  programs  has  been  virtually  nonexistent, 
especially  when  compared  to  the  enormous  resources  devoted  to  the 
prevention  and  treatment  of  other  serious  public  health  problems 
such  as  alcohol  and  drug  abuse.  Similarly,  research  on  eating 
disorders  receives  far  less  funding  than  does  research  on  other 
serious  psychiatric  and  medical  disorders. 

We  believe  that  expanded  prevention  efforts  are  particularly 
critical.    These  illnesses  are  extremely  difficult  and  expensive  to 
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treat  once  they  take  hold,  so  this  may  be  a  case  where  an  ounce  of 
prevention  is  truly  worth  a  pound  of  cure. 

Based  on  our  19  years  of  experience,  we  believe  that  there  is  a  far 
greater  need  for  primary  prevention  programs  than  there  is  for 
secondary  prevention  programs.  While  secondary  prevention  programs 
seek  only  to  prevent  specific  illnesses,  primary  prevention 
programs  seek  to  build  a  foundation  of  emotional  health  which  can 
prevent  a  wide  range  of  emotional  illnesses  and  high-risk 
behaviors. 

We  know  that  a  variety  of  factors  contribute  to  the  development  of 
eating  disorders,  including  low  self-esteem,  psychological 
problems,  inappropriate  dieting,  and  societal  and  cultural 
influences.  To  counter  these  root  causes  of  eating  disorders,  we 
need  to  educate  people  about  nutrition,  body  development  and  growth 
and  also  help  them  to  build  self-esteem  and  develop  emotionally 
healthy  responses  to  successes,  failures  and  life  changes. 

ANAD  studies  show  that  86  percent  of  the  people  who  have  eating 
disorders  report  that  they  developed  their  illness  by  the  age  of 
20,  so  it  is  particularly  important  to  target  prevention  efforts  to 
adolescents  and  young  adults.  Schools  and  colleges  can  reach 
youths  by  incorporating  education  on  eating  disorders  and  related 
prevention  issues  into  their  existing  curricula  for  health 
education  classes.  We  can  also  assist  families  and  help  them  play 
important  roles  in  the  prevention  and  early  detection  of  eating 
disorders. 

The  many  successful  programs  and  services  of  ANAD  show  that 
prevention  programs  and  support  services  need  not  be  expensive  to 
be  effective.  As  a  large  and  effective  grass  roots  network  of  lay 
and  professional  people,  ANAD  would  welcome  the  opportunity  to  work 
in  partnership  with  government  agencies  and  schools  to  develop, 
implement  and  evaluate  the  kinds  of  education,  prevention  and 
treatment  programs  needed  to  combat  eating  disorders. 

Ultimately,  the  financial  savings  from  implementing  effective 
prevention  programs  will  be  enormous,  as  fewer  people  will  need  the 
expensive  and  lengthy  medical  and  psychiatric  care  required  to 
treat  serious  eating  disorders.  In  human  costs,  the  savings  will 
be  immeasurable. 

In  the  interest  of  fiscal  responsibility — and  recognizing  that 
funds  for  the  prevention  of  eating  disorders  will  be  limited — we 
urge  this  Subcommmittee  to  require  government  agencies  seeking  such 
funds  to  provide  detailed  information  on  their  proposed  programs. 
In  addition,  we  ask  that  such  agencies  be  required  to  provide  a 
strict  accounting  of  the  use  of  these  funds  both  to  the 
Subcommittee  and  to  ANAD  and  other  organizations  working  in  the 
field  of  eating  disorders. 


OTHER  IMPORTANT  ISSUES 

Several  other  issues  must  also  be  addressed  if  we  are  to  eradicate 
the  deadly  illnesses  of  eating  disorders.  Other  key  priorities 
include: 

1)  Improving  patients 'access  to  quality,  affordable  treatment 
through  insurance  reform  and  other  measures;  and 

2)  Improving  the  training  health  care  professionals  receive  on 
recognizing  and  treating  eating  disorders;  and 

3)  Encouraging  research  which  evaluates  the  effectiveness  of 
different  prevention  and  self-help  support  strategies. 

Each  of  these  issues  is  summarized  below.  Where  appropriate,  we 
have  included  ANAD  recommendations  on  how  to  best  address  these 
issues. 
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Access  to  Treatment; 

High-quality  treatment  for  eating  disorders  is  available. 
Unfortunately,  most  victims  of  eating  disorders  are  unable  to 
actually  access  this  treatment. 

Victims  of  eating  disorders  who  have  private  insurance  routinely 
are  refused  reimbursement  for  the  treatment  they  require.  People 
seeking  treatment  through  Community  Mental  Health  Centers  often 
fare  no  better,  though  for  different  reasons. 

Typically,  people  who  have  eating  disorders  require  specialized 
medical  and  psychiatric  treatment.  But,  because  insurers  often 
treat  eating  disorders  only  as  a  mental  illness,  patients  are  both 
denied  the  medical  treatment  they  require  and  subjected  to  the 
extremely  low  caps  on  benefits  for  treatment  of  mental  illnesses. 

For  example,  patients  with  serious  eating  disorders  often  require 
extensive  medical  treatment  to  restore  the  weight  they  have  lost. 
Ideally,  this  weight  restoration  should  occur  concurrently  with  the 
provision  of  psychological  services  and  behavior  modification.  Yet 
most  insurance  companies  will  not  cover  medical  services  and 
psychological  services  concurrently — making  it  hard  for  patients  to 
receive  comprehensive  treatment. 

People  seeking  treatment  through  Community  Mental  Health  Centers 
often  find  it  difficult  to  obtain  the  multidisciplinary  treatment 
they  require.  This  is  due,  in  large  part,  to  the  budget 
constraints  under  which  these  centers  operate.  Because  they  must 
focus  their  limited  resources  on  the  treatment  of  mental  illnesses 
such  as  schizophrenia,  bipolar  disorder,  and  depression,  they  often 
are  not  equipped  to  provide  the  multidisciplinary  program  of 
medical  monitoring,  nutritional  counseling  and  therapy  that 
patients  with  eating  disorders  require. 

Action  must  be  taken  on  many  different  fronts  to  improve  patients' 
access  to  treatment  for  their  illnesses.  On  the  legislative  front, 
proposals  for  insurance  reform  and  health  care  reform  must  ensure 
that  patients  with  eating  disorders  can  receive  reimbursement  for 
both  medical  treatment  and  mental  health  care.  Government-funded 
mental  health  centers,  meanwhile,  should  be  encouraged  to  develop 
multidisciplinary  approaches  to  the  treatment  of  eating  disorders, 
perhaps  by  working  in  partnership  with  others  in  the  community  who 
are  addressing  various  aspects  of  the  problems  of  eating  disorders. 

Training  Health  Care  Professionals  to  Recognize  and  Treat  Eating 
Disorders: 

Because  eating  disorders  are  complicated  illnesses  requiring 
multidisciplinary  treatment,  it  is  also  important  to  educate  health 
care  professionals  from  all  disciplines  on  the  recognition  and 
treatment  of  these  illnesses.  We  believe  it  is  particularly 
important  to  provide  this  training  to  internists,  pediatricians  and 
other  health  care  professionals  who  are  not  specialists  in  eating 
disorders,  because  these  are  the  health  care  professionals  most 
likely  to  first  come  in  contact  with  a  person  who  has  an  eating 
disorder.  In  many  cases — especially  in  managed  care  systems — these 
are  also  the  doctors  who  are  responsible  for  authorizing  referrals 
and  specific  treatments,  so  it  is  critical  that  they  know  as  much 
as  possible  about  these  illnesses. 

Research  Evaluating  Prevention  and  Self -Help  Strategies: 
We  also  need  to  encourage  and  fund  research  that  evaluates  which 
prevention  and  self-help  support  strategies  are  most  effective.  We 
want  to  emphasize,  however,  that  it  is  urgent  to  begin  implementing 
promising  strategies  for  primary  prevention  now.  If  we  hold  off  on 
implementing  primary  prevention  strategies  until  the  value  of  each 
and  every  prevention  strategy  has  been  thoroughly  documented,  it 
will  be  years  before  we  can  adequately  address  the  dangerous — and 
growing — problem  of  eating  disorders  in  America. 
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STATEMENT  OF  THE  NATIONAL  ASSOCIATION  OF  COMMUNITY 
HEALTH  CENTERS 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

The  National  Association  of  Community  Health  Centers  (NACHC)  is  pleased  to  submit  this 
written  statement  for  the  record  as  you  consider  fiscal  1996  funding. 

NACHC  is  the  national  organization  for  America's  health  centers  which  include 
Community,  Migrant,  and  Homeless  Health  Centers,  Urban  Indian  and  Tribal  Health 
Centers  and  other  qualified  community-based  health  centers.  America's  health  centers  are 
local  non-profit  businesses  that  provide  high  quality,  comprehensive  primary  and  preventive 
health  care  services  to  residents  of  underserved  communities.  There  are  2200  local  health 
center  service  sites  which  deliver  primary  and  preventive  health  care  to  8.8  million  people 
in  all  fifty  states.  America's  health  centers  are  staffed  with  interdisciplinary  teams  of 
physicians,  nurses,  dentists,  and  other  health  professionals,  and  are  linked  with  other 
providers  for  their  patients  specialty  and  inpatient  care  needs.  Health  centers  have  ensured 
the  cost-effective  use  of  public  and  private  resources  in  enabling  communities  to  meet  local 
health  needs. 

The  underlying  goal  of  the  health  center  program  has  been  to  help  communities  meet 
critical  health  needs,  and  their  people  to  assume  greater  individual  responsibility  for  their 
health  and  well-being.  Health  centers  are  governed  by  members  of  the  community  who  have 
an  interest  and  responsibility  to  ensure  that  responsive  and  affordable  health  care  is 
provided  to  all  who  need  it.  Health  centers  are  highly  successful  models  of  community-based 
health  care  and  are  partnerships  of  people,  governments,  and  communities  working  together 
to  meet  local  health  care  needs  in  a  culturally  competent,  effective  and  efficient  way. 

Health  center  patients  are  almost  universally  among  the  most  vulnerable  of  all 
underserved  people  in  America  today  -  persons  who  even  if  insured,  nonetheless  remain 
isolated  from  traditional  forms  of  medical  care  because  of  where  they  live,  who  they  are, 
and  their  frequently  far  greater  levels  of  complex  health  care  needs: 

o  Fifty  percent  reside  in  isolated  rural  areas;  the  other  half  live  in  economically 
depressed  inner  city  communities. 
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o  Virtually  all  patients  have  family  incomes  below  200  percent  of  the  federal 
poverty  level  ($28,700  annually  for  a  family  of  four  in  1994). 

o  Nearly  one  in  two  is  completely  uninsured,  either  publicly  or  privately,  and 
more  than  one-third  depend  on  Medicaid. 

o  44  percent  of  all  patients  are  children  under  18,  and  thirty  percent  are  women 
of  childbearing  age  (nearly  one  in  ten  is  pregnant,  according  to  a  Lewin-ICF  Survey  of 
Health  Centers  in  1991). 

Because  of  factors  such  as  poverty  or  homelessness,  and  other  social-environmental 
threats  that  permeate  low  income/underserved  communities,  health  center  patients  are  at 
higher  risk  for  serious  and  costly  conditions  (such  as  asthma,  tuberculosis,  or  high-risk 
pregnancies)  than  the  general  population,  and  require  unique  health  services  not  typically 
offered  by  traditional  providers,  including  most  managed  care  entities. 

Without  health  centers  these  vulnerable  Americans  living  in  underserved  rural  and 
inner-city  areas  would  face  great  unmet  health  care  needs  of  significant  consequences  to 
communities.  Health  centers  are  charged  with  the  responsibility  of  caring  for  an  ever- 
increasing  number  of  people  in  an  era  of  declining  resources,  economic  instability  and  dire 
shortages  of  primary  care  health  professionals. 

As  you  consider  the  FY  1996  appropriation,  NACHC  recommends  that  the 
Committee  continue  to  invest  in  the  successful  health  center  model,  which  today  is  serving 
to  protect  the  health  and  well-being  of  8.8  million  people  in  communities  across  this 
country.  This  is  a  low-cost  source  of  quality  and  primary  health  care  that  can  achieve 
results  and  yield  substantial  savings.  We  recommend  the  following: 
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($  in  millions) 


Program 

FY  1995  Actual 

Health  Center 

FY  1996 
Recommend. 

President's  FY 
1996  Budget 

Community  Health 
Centers 

$617.0 

$617.0 

Migrant  Health 

$  65.0 

$  65.0 

Health  Care  for  the 
Homeless 

$  65.0 

$  65.0 

Public  Housing 
Health  Center  Cluster 

$  10.0 

$  10.0 

w  $757.0 

Sub-Total 

$757.0 

$757.0 

$757.0 

Additional  Investments 

N/A 

+$75.0** 

TOTAL 

$757.0 

$832.0 

$757.0 

(1)  The  President  has  recommended  that  the  Community,  Migrant,  Homeless  and  Public 
Housing  Programs  be  combined. 

**  In  addition  to  continued  funding  for  current  programs,  we  recommend  further 
investments  to  make  health  care  available  to  more  of  the  34  medically  underserved 
Americans,  including  the  uninsured  and  working  poor,  who  have  no  access  to  care  today. 
For  example,  a  $75  million  (approximately  10  percent)  increase  in  funding  would  extend 
health  services  to  750,000  people  in  225  -  300  new  communities,  including  farmworkers  and 
homeless  families.  Incrementally,  each  additional  $10  million  would  provide  services  to  an 
additional  100,000  people  in  30  -  40  new  communities. 

■  Health  Centers  offer  one  of  the  best  bargains  anywhere  -  public  or  private. 
The  federal  grant  cost  for  each  patient  cared  for  by  health  centers  is  less  than  $100 
annually;  and  the  total  cost  of  health  center  services  amounts  to  less  than  $300. 

■  Few  programs  make  as  significant  a  contribution  to  low-income  families  as 
cost-effectively,  or  efficiently  as  health  centers. 

■  In  this  time  of  limited  resources,  it  is  important  to  retain  and  expand  the 


community-based  primary  care  infrastructure.  Investing  in  health  centers  is  fiscally 
prudent.  It  achieves  savings  in  prevention  and  promotes  good  health,  while  controlling 
health  care  costs. 

■  Health  care  in  medically  underserved  communities  is  critical  to  protecting 
public  health  and  meeting  serious  health  problems  such  as  infant  mortality  and 
communicable  diseases. 

■  Several  recent  studies  have  found  that  Medicaid  patients  who  regularly  use 
health  centers  cost  significantly  less  than  those  who  use  private  primary  care  providers, 
such  as  HMOs,  hospital  outpatient  units  or  private  physicians.  These  studies  also  show 
that  health  center  patients  were  22%  -33%  less  expensive  overall  and  had  between  27%  - 
44%  lower  inpatient  days  and  costs. 

■  Applying  those  reductions  to  health  center  Medicaid  patients,  given  the 
average  Medicaid  expenditure  of  $2,500  for  non-SSI  recipients  in  FY  1994,  health  centers 
saved  almost  $750  for  each  of  the  3  million  Medicaid  beneficiaries  they  served  that  year  - 
or  $2.2  billion  in  total  savings  -  all  with  a  federal  investment  of  about  $750  million. 

■  A  recent  Commonwealth  Fund  survey  found  that  96%  of  health  center  patients 
indicated  that  they  were  either  very  satisfied  or  satisfied  with  the  quality  of  care  at  health 
centers  and  said  they  would  recommend  the  center  to  their  friends  and  family. 

For  over  30  years,  health  centers  have  been  on  the  front-line  providing  critically 
needed  cost-effective  preventive  and  primary  health  care  services.  Health  centers  are 
located  exclusively  in  rural  and  inner  city  communities  that  have  been  designated  "medically 
underserved,"  because  of  insufficient  numbers  of  providers,  or  the  poor  health  status  of 
individuals  living  in  those  communities.  Health  centers  are  public  private  partnerships 
assuring  accessible  health  care  to  Americans  most  in  need.  It  is  in  the  national  interest  to 
preserve  and  maintain  this  valuable  safety  net  which  is  serving  to  protect  public  health  and 
build  stronger  communities.  NACHC  urges  you  to  invest  in  this  experienced  ssd  highly 
cost-effective  model. 
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STATEMENT  OF  ROBERT  J.  GUMNIT,  M.D.,  PRESIDENT,  OF  MINCEP  EPI- 
LEPSY CARE,  ON  BEHALF  OF  THE  NATIONAL  ASSOCIATION  OF  EPI- 
LEPSY CENTERS 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Dr.  Robert  J. 
Gumnit,  President  of  MINCEP  Epilepsy  Care,  a  comprehensive  epilepsy 
center  in  Minneapolis,  Minnesota  and  Clinical  Professor  of 
Neurology  and  Neurosurgery  at  the  University  of  Minnesota.  I  am 
here  today  in  my  capacity  as  the  President  of  the  National 
Association  of  Epilepsy  Centers  (NAEC) ,  an  organization 
representing  over  50  specialized  epilepsy  centers  in  the  U.S. 

Approximately  2.5  million  people  in  the  United  States,  or  an 
estimated  1  percent  of  the  population,  have  epilepsy  --a  chronic 
neurological  condition  defined  as  the  occurrence  of  more  than  one 
seizure  on  more  than  one  occasion.  Epilepsy  primarily  affects 
children  and  young  adults.  Each  year,  about  100,000  are  diagnosed 
with  epilepsy,  and  more  than  two-thirds  of  them  are  below  the  age 
of  25.  Persons  of  lower  socioeconomic  status,  residents  of  urban 
areas,  and  minority  populations  tend  to  bear  a  disproportionate 
share  of  the  epilepsy  burden.  Nine  percent  of  the  population, 
including  many  over  the  age  of  65  will  experience  at  least  one 
seizure  in  their  lives  and  will  require  similar  diagnosis  and 
perhaps  treatment . 

Timely  entry  into  the  medical  care  system,  making  the  correct 
diagnosis,  early  and  appropriate  treatment  of  the  medical, 
psychological  and  social  conditions  of  people  with  epilepsy  have 
been  major  goals  of  the  National  Association  of  Epilepsy  Centers. 
Delayed  recognition  of  the  cause  of  seizures  and  inadequate 
treatment  greatly  increases  the  risk  of  subsequent  brain  damage,  as 
well  as  disability  and  mortality  from  injuries  incurred  during  a 
seizure.  For  these  reasons  NAEC  has  explored  avenues  within  the 
Public  Health  Service  to  educate  health  care  practitioners  and 
people  with  epilepsy  and  their  families  about  the  benefits  of  early 
intervention.  In  taking  an  incremental  approach,  first  with  the 
Centers  for  Disease  Control,  we  have  found  that  modest  funding  has 
a  great  pay-off  for  people  with  epilepsy.  This  Subcommittee  was 
inst-r-  jntal  in  initiating  funding  for  education  and  outreach  at 
CDC.  For  1996,  NAEC  seeks  an  extension  of  the  CDC  program  at  the 
finally  requested  level  of  $1  million. 

C??C  -  Educational  Efforts  to  Promote  Early  Intervention 

As  directed  by  Congress  in  1993,  the  Centers  for  Disease  Control 
and  Prevention  (CDC)  launched  its  epilepsy  program  within  the 
National     Center     for     Chronic     Disease     Prevention     and  Health 
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Promotion.  Focusing  on  early  detection  and  treatment  of  epilepsy 
and  enhancing  the  overall  quality  of  life  for  persons  with  epilepsy 
and  their  families,  the  epilepsy  program  targets  its  outreach  and 
education  efforts  on  consumers  and  health  professionals.  Areas  of 
particular  program  emphasis  include  the  importance  of  early 
diagnosis,  appropriate  treatment  and  patient  education  and 
management . 

The  NAEC,  the  Epilepsy  Foundation  of  America  (EFA)  and  the  American 
Epilepsy  Society  (AES)  have  been  active  participants  in  a  working 
group  with  the  CDC  in  planning  the  future  course  of  the  epilepsy 
program.  In  September,  CDC  convened  a  national  epilepsy  prevention 
and  education  meeting  of  representatives  from  the  epilepsy 
organizations  as  well  as  researchers  in  the  field,  primary  care 
practitioners,       consumers      and      others.  At      this  meeting 

recommendations  were  made  to  CDC  for  future  activities  in  the 
following  areas: 

o  Strategies  to  address  the  occurrence  of  delays  in  entry  into 
the  medical  care  system,  misdiagnosis,  inappropriate  treatment 
and  related  social  and  psychological  issues  for  people  with 
epilepsy; 

o  Development  of  simple,  practical  practice  guidelines  in 
epilepsy  diagnosis  and  treatment  for  health  professionals; 

o  Greater  public  awareness  of  epilepsy  to  prevent  unnecessary 
death  and  injury,  increased  knowledge  about  drug  side  effects 

and  reduce  stigma; 

o  Increased  data  on  the  incidence,  etiology  and  prevalence  of 
epilepsy  and  the  effectiveness  of  current  programs; 

o  Opportunities  for  early  intervention  for  school-aged  youth, 
since  two-thirds  of  all  new  cases  occur  among  people  18  or 
younger . 

In  addition  to  this  planning  meeting,  CDC  has  already  contracted 
for  two  studies.  One,  to  quantify  the  direct  medical  costs 
associated  with  epilepsy  and  the  second,  to  develop  a  methodology 
to  assess  the  effectiveness  of  prevention  and  education 
interventions  for  persons  with  epilepsy.  CDC  is  also  creating  a 
database  dedicated  to  specifically  capturing  information  on 
prevention,   intervention  and  education  activities. 
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Funding  in  1995  for  these  activities  are  at  a  level  of  $710,000. 
NAEC  recommends  that  the  program  be  provided  a  modest  increase 
bringing  it  to  the  originally  requested  level  of  $1  million.  This 
will  provide  CDC  with  the  necessary  funds  to  complete  the  planning 
process  and  economic  survey  and  initiate  educational  programs  for 
providers  and  consumers.  It  is  critical  that  the  momentum  for  this 
project  is  sustained  and  carried  into  FY  1996  to  implement  the 
first  phase  of  this  program. 

AHCPR  -  Developing  Practice  Guidelines  for  Epilepsy 

One  of  the  most  important  recommendations  coming  from  the  CDC 
epilepsy  planning  meeting  was  the  need  to  develop  clinical  practice 
guidelines  on  the  evaluation"  and  early  intervention  of  patients 
with  epilepsy.  There  was  overwhelming  consensus  that  health 
professionals  and  specifically  primary  care  practitioners  would 
benefit  from  simple  practical  guidelines  for  epilepsy  diagnosis  and 
treatment.  NAEC,  with  the  Epilepsy  Foundation  of  America,  has  had 
initial  discussions  with  AHCPR  about  the  importance  of  this  topic 
and  its  use  as  a  model  for  developing  guidelines  on  comparable 
chronic  diseases.  We  are  further  exploring  with  AHCPR  the  best 
means  for  CDC  and  the  epilepsy  community  to  work  together  on 
furthering  this  effort. 

Due  to  the  importance  and  need  for  guidelines  in  the  epilepsy  area 
specifically,  it  is  critical  that  AHCPR  receive  full  funding  and  be 
encouraged  to  proceed  in  guideline  development.  Consideration 
should  also  be  given  to  the  development  of  mechanisms  to  allow 
AHCPR  to  develop  interagency  arrangements  in  order  to  fund  the 
development  of  practice  guidelines. 

NINDS   -  Enhance  Research  In  Severe  Or  Intractable  Epilepsy 

On  behalf  of  NAEC,  I  would  also  like  to  urge  the  Subcommittee  to 
build  upon  the  President's  1996  budget  for  the  National  Institute 
of  Neurological  Disorders  and  Stroke  (NINDS) .  Medical  research  has 
greatly  improved  the  quality  of  life  for  persons  with  epilepsy  and 
their  families.  The  development  of  anti-seizure  medications  over 
the  past  few  decades,  as  well  as  the  more  recent  advent  of  improved 
surgical  techniques,  has  enabled  many  people  with  the  condition  to 
lead  independent  and  productive  lives. 

More  research  is  needed  focusing  on  children  and  adults  with 
intractable  epilepsy.  For  example,  basic  molecular  neurobiology 
research  being  developed  in  several  areas  may  lead  to  a  whole  new 
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generation  of  more  effective  and  less  toxic  anti-seizure 
medications.  Another  area  with  great  potential  is  women  and 
epilepsy.  Further  research  is  needed  on  the  relationship  between 
hormones  and  seizures  throughout  the  female  life-cycle  as  well  as 
pregnancy  risks  for  women  with  epilepsy.  We  urge  the  Congress  to 
allocate  sufficient  funding  to  further  these  and  other  important 
research  efforts  of  this  Institute. 


STATEMENT  OF  THE  NATIONAL  ASSOCIATION  OF  PEDIATRIC  NURSE 
ASSOCIATES  &  PRACTITIONERS 

The  National  Association  of  Pediatric  Nurse  Associates  and  Practitioners  (NAPNAP) 
appreciates  the  opportunity  to  present  testimony  on  behalf  of  the  4,400  members  who  specialize 
as  pediatric,  family  or  school  nurse  practitioners.  We  would  like  to  express  our  deep  appreciation 
for  the  support  the  Senate  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services, 
Education  has  given  us  over  the  years. 

NAPNAP  is  an  organization  of  professionals  dedicated  to  improving  the  lives  of  children. 
We  strongly  believe  that  children  are  this  country's  greatest  natural  resource  and  our  best  hope 
for  a  promising  future.  It  is  essential  that  we  as  a  country  ensure  our  children  have  access  to  the 
basic  health  care  they  deserve  and  need.  In  times  of  budget  deficits  and  growing  fiscal  restraint, 
it  is  even  more  important  that  we  spend  our  money  wisely,  investing  in  our  future  in  the  most 
cost-effective  and  promising  ways.  With  this  in  mind,  we  ask  the  Congress  to  invest  where 
payback  is  the  highest  -  to  invest  in  professionals  like  PNPs  who  care  and  assist  in  meeting  the 
health  needs  of  our  children.  To  accomplish  this  goal,  resources  are  needed.  In  particular,  we 
feel  that  increased  funding  for  nurse  practitioner  education,  nursing  research,  and  prevention 
programs  like  immunization  provide  the  greatest  opportunity  to  meet  the  needs  of  children  in  a 
cost-effective  way. 

Nurse  Practitioner  Education 

Nurse  practitioners  (NPs)  are  one  of  the  most  effective  groups  delivering  primary  health 
care  services  to  children.  NPs  focus  on  primary  care  and  prevention,  two  areas  where  the  need 
to  reach  children  is  the  greatest.  NAPNAP  is  concerned,  however,  that  funding  for  the  education 
of  nurse  practitioners  has  not  kept  pace  with  the  expanding  needs  of  children.  Children  need 
access  to  health  care  regardless  of  race,  economic  status  or  religious  beliefs.  Children  of  middle 
class  Americans  and  working  Americans  who  are  uninsured  are  particularly  vulnerable  because 
they  fall  through  the  cracks  of  available  care.  NAPNAP  is  concerned  that  many  children  do  not 
have  health  insurance  or  access  to  necessary  health  care  services. 

Nurse  practitioners  are  cost-effective  providers  who  increase  access  to  health  care  services 
for  children  from  birth  to  age  21.  We  are  already  a  major  source  of  primary  care  for  medically 
underserved  and  rural  communities  and  play  an  increasingly  important  role  as  health  providers 
in  a  market  moving  toward  systems  that  stress  primary  care  and  prevention.  Without  increased 
funding  support  for  primary  care,  the  number  of  pediatric  nurse  practitioners  (PNPs)  will  decline 
at  a  time  when  child  health  care  needs  are  increasing.  Low  birth  weight  babies,  immunization 
problems,  school  screening  programs,  substance  abuse  and  the  feeding  of  children  are  but  a  few 
examples  of  problems  PNPs  can  help  resolve. 

According  to  the  Alliance  for  Health  Reform's  The  Doctor  Track  (July  1994),  "The  nation 
faces  a  projected  year- 2000  shortage  of  35,000  generalist  physicians."  Nurse  practitioners  are 
able  and  qualified  to  handle  up  to  80  percent  of  primary  care  services  to  help  fill  this  shortage. 
In  1986,  the  Office  of  Technology  Assessment  determined  that  the  quality  of  care  provided  by 
non-physician  practitioners  "is  equivalent  to  the  quality  of  comparable  services  provided  by 
physicians."  Increased  funding  for  nurse  practitioner  education  would  boost  the  supply  of 
primary  care  providers  and  lessen  the  need  for  more  primary  care  physicians.  Since  NPs  have 
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proven  themselves  as  quality,  cost-effective  providers,  it  would  seem  prudent  for  Congress  to 
increase  funding  for  nurse  practitioner  education.  Clearly,  investment  in  nursing  education  will 
pay  off  many  times  in  the  availability  of  better  health  care,  and  the  delivery  of  a  wide  range  of 
health  care  services. 

Last  year,  there  were  a  total  of  47  PNP  education  programs  on  the  approved  list  of  the 
National  Certification  Board  of  Pediatric  Nurse  Practitioners  and  Nurses.  Unfortunately,  only  8 
were  receiving  federal  funding  support  through  the  Nurse  Education  Act.  Thirty-six  nurse 
practitioner  education  program  applications  were  approved  but  went  unfunded  due  to  lack  of 
resources.  Most  nurse  practitioner  education  programs  have  waiting  lists  because  they  are  at 
capacity  with  respect  to  faculty  and  clinical  sites  for  preceptorships.  Waiting  lists  are  as  long 
as  100  or  more  students  in  some  cases.  By  increasing  funding  for  nurse  practitioner  education, 
Congress  could  effectively  increase  the  number  of  nurse  practitioner  graduates,  improving  access 
to  primary  care  and  prevention  for  children. 

President  Clinton,  in  his  FY  1996  budget  request,  consolidates  37  health  education 
programs  into  five  "Health  Professions  Clusters."  Nursing  education  programs  would  be 
consolidated  into  a  nurse  education  "cluster"  as  a  part  of  the  Clinton  budget  plan.  As  Congress 
considers  the  President's  budget  and  other  proposals  for  health  workforce  consolidation,  we 
would  recommend  placing  a  priority  and  emphasis  on  primary  care  providers  like  nurse 
practitioners.  Nurse  practitioners  have  been  used  over  and  over  again  as  examples  of  how  our 
nation's  primary  care  needs  could  be  met. 

We  advocate  tying  federal  health  professional  and  nursing  education  funds  to  integrated 
work  force  projections  that  are  based  on  need.  During  health  care  reform  discussions,  many 
projected  a  need  for  doubling  the  current  25,000  practicing  NPs  to  50,000  by  the  year  2000.  In 
order  to  do  this,  some  estimated  that  at  least  $200  million  would  be  needed  to  educate,  train  and 
support  individuals  to  become  NPs  through  a  newly  created  Graduate  Nurse  Education  (GNE) 
program.  Although  the  times  and  tide  have  changed,  we  use  this  illustration  to  demonstrate  the 
need  for  funds  to  support  NP  primary  care  education  programs  like  pediatric  NP  programs. 

Despite  the  lack  of  federal  health  care  reform,  the  need  in  the  U.S.  for  primary  care 
providers  continues  to  exist  and  increase.  The  private  sector  move  towards  increased  emphasis 
on  primary  care  and  managed  care  has  placed  greater  demand  and  need  for  more  NPs. 

We  hope  that,  as  you  consider  proposals  to  consolidate  these  programs,  you  will  place  a 
priority  and  emphasis  on  funding  for  NP  education  programs.  We  believe  a  priority  and  increase 
is  essential  to  meet  the  primary  care  needs  of  tomorrow's  health  care  delivery  system. 

Until  we  see  the  final  Administration  and  Congressional  legislative  proposals  for  this  year, 
NAPNAP  remains  concerned  about  the  plans  to  combine  the  health  professions  education.  We 
can  appreciate  the  need  to  streamline  program  costs  and  downsize  full-time  equivalents  during 
a  time  of  tight  fiscal  constraints.  However,  consolidation  should  not  occur  at  the  expense  of 
proven,  established  nursing  programs.  These  programs  are  needed  to  meet  the  nursing  and  health 
care  demands  of  society  and  the  marketplace.  Instead,  we  recommend  that  the  Committee  fund 
a  primary  care  nurse  practitioner  education  program  of  at  least  $20  million.  We  believe  an 
increase  is  essential  to  meet  the  primary  care  needs  of  tomorrow's  health  care  delivery  system. 

National  Institute  of  Nursing  Research 

The  National  Institute  of  Nursing  Research  (NINR)  was  established  to  support  research 
and  research  training  to  reduce  the  burden  of  illness  and  disability,  improve  the  quality  of  life 
and  establish  better  means  to  promote  health  and  prevent  disease.  We  believe  that  emphasizing 
research  which  helps  prevent  diseases,  disorders,  and  other  health  conditions  is  another  very 
important  health  priority. 

Preventive  health  care  includes  those  activities  which  actively  promote  responsible 
behavior  and  the  adoption  of  healthy  lifestyles.  Prevention  is  the  best  opportunity  to  reduce  the 
increasing  economic  resources  spent  to  treat  preventable  illness  and  functional  impairments.  The 
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promotion  of  health  through  behavior  changes  wiil  keep  America's  children  healthier  and  enable 
financial  and  social  resources  to  be  used  more  wisely.  For  these  reasons,  we  strongly  support 
funding  for  the  National  Institute  of  Nursing  Research  (NINR). 

The  NINR  targets  vulnerable  populations  including  minorities,  children  and  adolescents, 
and  works  to  develop  health  education  for  them.  For  example,  the  NINR  has  researched  topics 
such  as  pregnant  teens  and  why  they  do/do  not  seek  prenatal  care,  family  violence  and  child 
abuse,  low  birth  weight  in  infants,  and  HIV  infection.  We  believe  that  this  kind  of  research 
enhances  the  prevention  of  disease  and  disability  and  represents  an  investment  in  the  health  of 
our  nation's  children. 

The  NINR's  top  priority  is  increasing  the  award/success  rate  for  research  project  grants. 
In  FY  1993,  the  estimated  success  rate  for  the  Institute  was  13.9  percent.  In  FY  1994,  the 
estimated  rate  dropped  to  10.5  percent  compared  to  the  NIH  estimated  success  average  of  24.6 
percent.  NAPNAP  supports  a  funding  level  for  research  investment  at  the  NINR  of  $63  million, 
$8  million  above  the  President's  request,  to  meet  the  demands  of  health  research  and  bring  the 
Institute's  success  rate  more  in  line  with  that  of  other  Institutes. 

Prevention 

Finally,  NAPNAP  supports  increased  funding  for  prevention  programs.  Preventive  health 
care  programs  are  recognized  as  proven  public  health  tools  in  controlling  certain  communicable 
diseases  known  to  cause  death  or  debilitation.  Prevention  encompasses  three  important  elements: 
community-based  preventive  services  and  private  sector  health  activities  (or  public  health 
services);  clinical  preventive  services;  and  prevention-oriented  social  and  economic  policies. 

While  we  are  interested  in  all  of  these  aspects,  NAPNAP  is  concentrating  its  efforts  and 
resources  on  clinical  preventive  services  including  immunizations,  screening  tests  and  counseling. 
We  have  undertaken  efforts  so  that  our  members  will  incorporate  prevention  into  practice.  It  is 
our  hope  and  belief  that  prevention  services  and  programs  offer  our  children  the  possibility  of 
living  longer,  healthier  and  more  productive  lives.  An  ounce  of  prevention  often  goes  a  long 
way. 

When  looking  at  funding  recommendations  for  prevention  programs,  we  hope  that  the 
Committee  will  take  into  account  the  benefits,  costs,  cost-effectiveness  and  cost-benefits  of 
prevention.  Many  preventive  services  for  children  have  proven  cost-savings.  For  example, 
immunization  using  the  MMR  vaccine  has  been  estimated  to  prevent  3.3  million  cases  of 
measles,  2.1  million  cases  of  mumps,  and  1.5  million  cases  of  rubella  a  year.  The  cost  of 
treating  these  cases  would  be  $1.4  billion  per  year,  while  the  cost  of  vaccinating,  including 
treatment  of  any  reactions,  is  $100  million.  GAO  reports  that  "immunization  against  childhood 
diseases  averts  the  costs  of  treatment  for  preventable  diseases  and  saves  as  much  as  $14  for  every 
$1  invested." 

Healthy  People  2000  is  a  national  initiative  to  improve  the  health  of  all  Americans 
through  prevention.  It  is  implemented  through  the  U.S.  Public  Health  Service,  Office  of  Disease 
Prevention  and  Health  Promotion.  The  initiative's  goals  are  to  increase  life  span,  reduce  health 
disparities  and  achieve  access  to  preventive  services  for  all  Americans.  Healthy  People  2000 
initiatives,  such  as  Put  Prevention  Into  Practice  (PPIP),  work  with  organizations,  providers,  and 
individuals  to  implement  preventive  measures  in  the  areas  of  nutrition,  tobacco  use,  violent  and 
abusive  behavior,  cancer,  diabetes  and  chronic  disabling  conditions,  HIV  infections  and 
immunization  and  infectious  diseases. 

We  recognize  the  value  of  these  initiatives,  and  we  believe  that  providing  funding  for 
them  is  a  sound  investment  in  our  future.  To  effectively  reach  America's  growing  population, 
Healthy  People  2000  will  need  increased  resources.  NAPNAP  hopes  the  committee  will 
recognize  the  value  of  preventing  disease  before  it  starts  by  increasing  resources  for  preventive 
programs  like  Healthy  People  2000. 

Thank  you  for  the  opportunity  to  provide  testimony  to  the  Subcommittee.  NAPNAP  is 
mindful  that  this  is  a  year  of  increased  pressure  to  cut  programs.  However,  we  believe  these 
three  requests  for  increased  funding  are  clearly  a  needed  investment  in  our  children.  As  health 
care  providers  for  our  nation's  64  million  children  and  adolescents,  we  urge  you  to  make  these 
programs  a  priority  in  FY  1996.  We  look  forward  to  working  with  you  to  achieve  these  goals. 
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STATEMENT  OF  JOHN  S.  GUSTAFSON,  EXECUTIVE  DIRECTOR,  ON  BE- 
HALF OF  THE  NATIONAL  ASSOCIATION  OF  STATE  ALCOHOL  AND 
DRUG  ABUSE  DIRECTORS,  INC. 

Attached  is  the  testimony  regarding  FY'96  appropriations  the  National  Association  of  State 
Alcohol  and  Drug  Abuse  Directors  would  like  to  submit  for  the  record. 

ESTIMATED  NUMBER  OF  INDIVIDUALS  NEEDING  TREATMENT 


State 

Waiting  list 

Estimated 
AFDC 

SSI/SSDI 

Total 

Alabama 

0 

Alaska 

506 

3,953 

502 

4,961 

Arizona 

967 

10,308 

2,593 

13,868 

Arkansas 

333 

3,915 

154 

4,402 

California 

7,675 

107,577 

34,935 

150,187 

Colorado 

2,556 

18,000 

3,305 

23,861 

Connecticut 

1,627 

25,050 

3,715 

30,392 

Delaware 

376 

1,688 

517 

2,581 

District  of  Col 

1,300 

1,300 

Florida 

1,321 

37,730 

13,728 

52,779 

20,985 

4,060 

25,045 

Hawaii 

o 

Idaho 

465 

1,102 

98 

1,665 

Tllinnic 

lllllivHo 

23,716 

20,927 

49,578 

TnHisina 
liiuialia 

1  ,JUJ 

10  11^ 

IKJjJJJ 

5, 130 

16,830 

Iowa 

5  166 

1,539 

6,705 

ICansas 

o 

Kentucky 

11,000 

912 

11,912 

Louisiana 

1,106 

35,011 

2,259 

38,376 

Maine 

0 

Maryland 

2,013 

11,883 

2,472 

16,368 

Massachusetts 

2,875 

16,000 

9,287 

28,162 

Michigan 

2,129 

99,737 

14,524 

116,390 

Minnesota 

64 

1,723 

3,361 

5,148 

Mississippi 

565 

8,926 

1,547 

11,038 

Missouri 

1,258 

15,966 

3,586 

20,810 

Montana 

968 

1,579 

985 

3,532 

Nebraska 

216 

4,512 

345 

5,073 
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STATE  ALLOCATION  FOR  SUBSTANCE  ABUSE  BLOCK  GRANT 


(March  29,  1995) 


STATE 

BLOCK  GRANT 
DOLLAR 
ALLOCATIONS  BY 
STATE  FOR  FY95 

PERCENTAGE  OF 
BLOCK  GRANT 

IMPACT  OF  13.4 
MILLION  DOLLAR 
CUT 

Alabama 

16,533,558 

0.014 

187  600 

Alaska 

1,716,152 

0.002 

26,800 

Arizona 

18,191,232 

0.016 

214  400  n 

Arkansas 

8,250,119 

0.007 

93,800 

California 

164,135,903 

0.140 

1,876,000 

Colorado 

17,784,752 

0.015 

201,000 

Connecticut 

13,401,696 

0.011 

147,400 

Delaware 

3,364,645 

0.003 

40,200 

District  of  Columbia 

3,155,075 

0.003 

40,200 

Florida 

49,150,388 

0.042 

562,800 

Georgia 

26,669,566 

0.023 

308,200 

1  Hawaii 

5,690,381 

0.005 

67,000 

J  Idaho 

4,341,003 

0.004 

53,600 

Illinois 

53,633,438 

0.046 

616,400 

Indiana 

29,216,032 

0.025 

335,000 

Iowa 

11,190,416 

0.010 

134,000 

Kansas 

9,722,322 

0.008 

107,200 

1  Kentucky 

15,288,733 

0.013 

174,200 

Louisiana 

20,378,379 

0.017 

227,800 

Maine 

4,798,475 

0.004 

53,600  1 

Maryland 

24,271,345 

0.021 

281,400 

Massachusetts 

29,893,550 

0.026 

348,400 

Michigan 

48  701  101 

0.042 

562,800 

Minnesota 

18  479  218 

0.016 

214,400 

Red  Lake  Indians 

455,445 

0.000 

0 

Mississippi 

9,825,619 

0.008 

107,200 

Missouri 

20,651,343 

0.018 

241,200 

Montana 

3,376,780 

0.003 

40,200 

Nebraska 

5,281,685 

0.005 

67,000 

Nevada 

6,316,824 

0.005 

67,000 

New  Hampshire 

4,438,226 

0.004 

53,600 
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Stat<» 

Estimated 
AFDC 

SSI/SSDI 

Owl/  J 

Total 

liCVdUa 

199 

1  Q51 

1  174. 

i^cw  rial  1 1  usi  in  c 

91 

1  56Q 

718 

/  10 

9  ^78 

Mpu;  Tprxf»v 

11CW  JvloCjr 

2  076 

18  251 

4  781 

95  1  10 

liCW  1V1CA1CU 

271 

bl  1 

4  425 

1  970 

5  966 

1NCW    I  OIK. 

51  nno 

1  5 

71  OS** 

North  (""arolina 

I^UIUI  V^aiUillla. 

275 

94  91 1 

1  985 

95  771 

North  Dakota 

10 

8Q6 

870 

O  /  v 

1  796 

1  ,  /7D 

Ohio 

1  651 

JSUJ  1 

15  095 

9  086 

47  819 

Olflahnma 

212 

7  154 

9  169 

9  755 

y ,  /  jj 

Ppnnculvania 
rdUIoylvaJila 

n 

Rhode  Island 

138 

2  180 

96 

2,414 

South  farolina 

505 

7  816 

2  271 

10  592 

Smith  Dakota 

80 

1  075 

1  ,v  /  J 

1  016 

2  171 

£,1/1 

1  ClUlCoiCC 

1  100 

1  150 

4  450 

Texas 

i  119 

9  450 

986 

19  075 

U13J1 

jyL 

7  787 

7  674 

Vermont 

n 
u 

Virginia 

s  Ann 

i\),yLc+ 

1Q  «7Q 
17, J  /0 

WaQhinoton 

TV  djl  1 11  IgUJl  1 

V 

WJ act  \7iroinio 
YYCbl  VLIgllUd 

672 

116 

579 

1  560 

\A/i  cr'on  n 

TV  lOCVJIlolll 

820 

11  989 

1  895 

16  704 

WJ\rr\rr\  ina 

w  yoniiiig 

o 

American  oamoa 

n 

Guam 

n 

Piiprto  Riro 
r  uci  vvj  i view 

o 

Virgin  Islands 

0 

Virgin  Islands 

0 

Totals 

56,831 

693,448 

181,910 

932,189 
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STATE 

BLOCK  GRANT 
DOLLAR 
ALLOCATIONS  BY 
STATE  FOR  FY95 

PERCENTAGE  OF 
BLOCK  GRANT 

IMPACT  OF  13.4 
MILLION  DOLLAR  | 
CUT  | 

New  Jersey 

35,280,884 

0.030 

402,000 

New  Mexico 

5,805,151 

0.005 

67,000 

New  York 

84,714,155 

0.072 

964,800 

North  Carolina 

25,959,431 

0.022 

294,800 

North  Dakota 

2,247,022 

0.002 

26,800 

Ohio 

55,310,234 

0.047 

629,800 

Oklahoma 

13,286,732 

0.011 

147,400 

Oregon 

13,144,267 

0.011 

147,400 

Pennsylvania 

52,546,450 

0.045 

603,000 

Rhode  Island 

4,486,642 

0.004 

53,600 

South  Carolina 

14,472,835 

0.012 

160,800 

South  Dakota 

2,054,868 

0.002 

26,800 

Tennessee 

19,018,923 

0.016 

214,400 

Texas 

80,988,252 

0.069 

924,600 

Utah 

9,783,755 

0.008 

107,200 

Vermont 

2,428,248 

0.002 

26,800 

Virginia 

28,854,552 

0.025 

335,000 

Washington 

25,283,782 

0.022 

294,800 

West  Virginia 

7,558,586 

0.006 

80,400 

Wisconsin 

21,838,831 

0.019 

254,600 

Wyoming 

1,450,631 

0.001 

13,400 

SUB-TOTAL 

1,154,816,604 

0.985 

13,199,000 

TERRITORY 

American  Samoa 

204,976 

0.000 

0 

Guam 

583,526 

0.001 

13,400 

Northern  Marianas 

189,955 

0.000 

0 

Puerto  Rico 

15,434,972 

0.013 

174,200 

Palau 

66,271 

0.000 

0 

Marshall  Islands 

198,047 

0.000 

0 

Micronesia 

464,109 

0.000 

0 

Virgin  Islands 

446,168 

0.000 

0 

SUB-TOTAL 

17,588,024 

0.015 

201,000 

GRAND-TOTAL 

1,172,401,650 

1.000 

13,400,000 
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STATEMENT  OF  THE  NATIONAL  ASSOCIATION  FOR  STATE  COMMUNITY 
SERVICES  PROGRAMS  [NASCSP] 

The  National  Association  for  State  Community  Services  Programs  (NASCSP)  represents  the  state 
administrators  of  the  Community  Services  Block  Grant  (CSBG).  In  addition,  our  members 
administer  a  number  of  other  federal  and  state  programs  which  address  issues  of  poverty  at  the 
local  level,  through  community-based,  non-governmental  agencies.  We  are  pleased  to  offer 
testimony  concerning  the  programs  and  services  delivered  through  the  Community  Services  Block 
Grant.  We  recognize  that  action  now  under  consideration  in  Congress  may  affect  not  only 
funding  levels  for  programs  of  concern  to  us,  but  the  fundamental  structure  of  all  programs 
serving  lower-income  Americans. 

NASCSP  supports  continued  funding  of  the  Community  Services  Block  Grant  and  LIHEAP,  as 
well  as  the  restoration  of  rescissions  affecting  CSBG-related  programs  such  as  the  Emergency 
Homeless  Program.  In  the  event  that  these  programs  are  included  in  proposals  for  restructuring 
or  consolidations,  we  strongly  urge  that  Congress  include  provisions  which  assure  that  the  critical 
and  successful  functions  of  the  CSBG  continue. 

We  recognize  that  change  is  not  only  likely,  but  that  it  is  needed  in  many  areas.  There  is 
consensus  within  NASCSP  that  programs  serving  low-income  Americans  must  be  reformed,  even 
transformed,  from  simple  income  maintenance  to  self-sufficiency  programs.  There  is  something 
fundamentally  wrong  with  the  disjointed  array  of  fragmented,  categorical,  rule-bound  programs 
designed  to  serve  bits  and  pieces  of  families  in  need.  Because  our  members  and  the  local 
agencies  we  work  with  have  helped  fashion  welfare  reform  programs  and  have  operated  model 
projects  that  break  the  mold  of  traditional  thinking,  we  believe  we  have  a  great  deal  to  offer  as 
Congress  considers  the  future. 

The  Community  Services  Block  Grant  as  it  functions  today  is  an  excellent  example  of  a  working 
federal/state/community/business  partnership.  We  believe  it  should  be  looked  to  as  a  model  of 
how  the  federal  government  can  best  support  self-sufficiency  for  lower-income  Americans  in  a 
decentralized,  non-bureaucratic  and  accountable  way.  Congress  should  be  aware  that  CSBG  has 
already  become  the  kind  of  program  that  can  set  an  example  for  others.  Rather  than  simply 
defending  the  status  quo,  NASCSP  members  have  been  actively  discussing  what  we  feel  are  the 
most  important  and  successful  functions  and  characteristics  of  CSBG,  which  should  continue  to 
be  supported  regardless  of  whether  the  program  is  included  in  restructuring  proposals  or  not 

Who  does  CSBG  serve?  National  data  compiled  annually  by  NASCSP  shows  that  CSBG  serves 
a  very  broad  segment  of  lower-income  Americans,  particularly  those  that  fall  through  the  cracks 
and  are  not  being  served  by  welfare  programs. 

*  82%  have  income  at  or  below  the  poverty  level 

*  35%  of  all  client  families  are  "working  poor"  and  have  wages  or  unemployment  benefits  as 
income 

*  18%  depend  on  pensions  and  Social  Security  and  are  therefore  poor,  former-workers 

*  Just  20%  receive  AFDC  benefits 

*  62%  of  households  served  have  children 

*  Over  10%  of  client  families  are  homeless 

*  41%  of  persons  served  are  18  or  older  and  have  not  finished  high  school. 

NASCSP  compiles  and  publishes  an  annual  Community  Services  Block  Grant  Statistical  Report, 
which  contains  comprehensive  program,  and  financial  data  on  the  CSBG  and  related  activities 
on  a  national  and  state-by-state  basis.  Also  included  in  this  report  are  narrative  descriptions  of 
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program  activities  and  functions,  again  presented  in  summary  form  and  state- by-state.  We  would 
be  happy  to  provide  members  of  the  Committee  with  copies  of  this  report. 

What  does  CSBG  do?  CSBG  is  a  model  for  how  block  grants  should  work.  Its  purpose  is  to 
encourage  local  communities  to  solve  their  problems.  It  is  both  flexible  and  accountable.  It 
relies  on  an  existing  and  experienced  community-based  service  delivery  system  of  Community 
Action  Agencies  and  other  organizations.  It  promotes  economic  development  and  self- 
sufficiency,  and  is  family  oriented.  It  strives  to  prevent  poverty,  rather  than  simply  treating  it. 
It  is  cost-effective. 

Every  Community  Action  Agency  in  the  nation  is  different,  but  they  have  a  great  deal  in 
common.  Each  organization,  through  its  local  board  of  directors,  establishes  priorities  and  serves 
its  community  and  its  lower-income  residents  through  programs  designed  and  delivered  locally, 
in  partnership  with  state  and  local  governments,  businesses,  civic  and  religious  groups  and  others. 
Walk  through  the  door  of  a  local  CSBG  agency  in  any  state,  and  you  are  likely  to  find  many  if 
not  all  of  these  services  under  one  roof: 

-  employment  and  training  programs 

-  microbusiness  development  help  for  low-income  entrepreneurs 

-  a  variety  of  crisis  and  emergency  safety  net  services 

-  local  community  and  economic  development  projects 

-  housing  and  energy  services 

-  Head  Start 

-  nutrition  programs 

-  family  based  case  management 

CSBG  funds  many  of  these  services  directly.  Even  more  importantly,  CSBG  is  the  "glue" 
holding  together  a  local  delivery  system  able  to  respond  effectively  and  efficiently,  without  a  lot 
of  red  tape,  to  the  needs  of  individual  low-income  households  as  well  as  to  broader  community 
needs.  Without  CSBG,  local  agencies  would  not  have  the  capacity  to  work  in  their  communities 
developing  local  funding,  donated  and  volunteer  services  and  to  run  programs  of  far  greater  size 
and  value  than  the  actual  CSBG  dollars  they  receive. 

Leveraging.  The  Community  Services  Block  Grant  is  by  design  a  program  which  operates  and 
owes  its  success  to  its  ability  to  leverage  enormous  resources,  far  larger  than  CSBG  itself,  and 
to  apply  those  resources  directly  at  the  local  level  where  it  can  actually  meet  the  needs  of  real 
people  rather  than  the  bureaucracy.  Community  Action  Agencies,  at  the  local  level,  leverage: 

*  over  $271,000,000  in  private  funds  *  over  $352,000,000  in  state  funds 

*  over  $221,000,000  in  local  government  match         *  over  19  million  volunteer  hours 

NASCSP  recognizes  that  significant  restructuring  of  low-income  programs  is  inevitable,  and  if 
done  thoughtfully,  can  be  of  great  benefit  both  to  low-income  Americans  and  the  taxpayer.  As 
changes  are  considered,  we  urge  Congress  to  consider  CSBG  as  a  model  for  restructuring, 
because  it  has  successfully  operated  since  its  inception  as  a  program  giving  maximum  flexibility 
to  states  and  localities,  yet  maintaining  a  clearly  defined  purpose  and  a  high  degree  of 
accountability,  so  that  Congress  and  the  public  can  actually  see  and  measure  how  these  federal 
funds  are  being  used  locally. 

Working  Principles  for  the  Future.  Regardless  of  the  final  outcome  of  restructuring  proposals 
now  being  considered,  NASCSP  members  have  actively  discussed  and  arrived  at  several  working 
principles  which  we  believe  must  form  the  basis  for  the  future.  These  principles  should  guide 
us  whether  CSBG  continues  in  the  future  essentially  as  it  is  structured  today,  or  whether  major 
restructuring  or  consolidation  occurs.  These  characteristics  have  made  CSBG  the  successful 
model  that  it  is: 


♦flexibility  and  local  design; 
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*community-based  service  delivery  system  that  includes  Community  Action  Agencies,  and  a 
funding  system  that  assures  that  funding  passes  through  to  the  community  organizations  that 
provide  the  services  and 

*a  service  delivery  structure  that  assures  the  active  participation  of  lower-income  citizens,  public 
officials  and  the  private  sector  at  the  local  level. 

Funding.  As  indicated,  the  functions  of  the  Community  Services  Block  Grant  must  be 
maintained  in  order  to  assure  a  minimum  emergency  "safety  net"  at  the  local  community  level, 
especially  as  other  federal  programs  are  reduced  or  restructured.  Communities  must  be  able  to 
maintain  the  capacity  to  respond  to  these  changes.  The  functions  of  the  CSBG  also  need  to  be 
preserved  because  this  block  grant  enables  communities  to  move  people  out  of  poverty,  to 
prevent  poverty  and  to  promote  self-sufficiency  for  individual  families  and  communities.  For  this 
reason,  NASCSP  strongly  supports  continued  funding  of  the  CSBG  and  related  programs.  We 
urge  restoration  of  CSBG-related  rescissions  such  as  the  Emergency  Homeless  Program  (EHP). 

NASCSP  also  strongly  urges  funding  for  LIHEAP  at  the  Administration's  proposed  level.  Many 
of  our  members  and  the  local  agencies  we  work  with  administer  LIHEAP  as  well.  Even  those 
who  do  not  (administer  the  program)  know  full  well  that  elimination  or  cutting  of  this  lifeline 
program  will  mean  that  many  Americans  will  be  out  in  the  cold,  literally,  and  that  the  local 
agencies'  ability  to  deal  with  critical,  basic  and  emergency  needs  will  be  stretched  even  further 
than  they  are  already. 

As  state  administrators  of  the  imminently  successful  Community  Services  Block  Grant,  NASCSP 
members  support  the  concept  of  giving  states  and  localities  more  authority  and  flexibility.  Our 
concern  is  first  and  foremost  for  the  welfare  of  the  people  we  serve,  rather  than  simply  the 
preservation  of  our  programs  as  they  exist  today.  As  Congress  considers  matters  of  restructuring 
and  matters  of  spending,  we  urge  that  the  functions  and  purposes  of  the  Community  Service 
Block  Grant  remain  a  priority. 


STATEMENT  OF  ARTHUR  D.  ULLIAN,  CHAIRMAN,  NATIONAL  CAMPAIGN 
TO  END  NEUROLOGICAL  DISORDERS  [END] 

My  name  is  Arthur  Ullian.  I  am  the  chairman  of  the  National  Campaign  to  End 
Neurological  Disorders  (END),  a  coalition  of  voluntary  and  professional  neurological 
organizations  which  have  come  together  with  the  one  purpose  of  increasing  funding  for 
neurological  research.  My  involvement  in  this  organization  resulted  from  a  bicycle 
accident  I  had  three  summers  ago,  which  left  me  paralyzed  from  the  waist  down.  END 
includes  the  major  neurological  groups  including  Parkinson's,  traumatic  head  injury, 
stroke,  multiple  sclerosis.  Epilepsy,  Cerebral  Palsy,  spinal  cord  injury,  and  Lou  Gehrig's 
disease  among  others. 

Given  the  nation's  mandate  to  balance  the  federal  budget,  it  is  imperative  that 
Congress  not  only  looks  at  cutting  costs  by  eliminating  programs  and  minimizing 
inefficiencies,  but  they  must,  as  any  CEO  would  do,  find  investments  that  will  yield  high 
returns.  In  the  case  of  the  federal  budget,  savings  are  equivalent  to  those  returns.  We  are 
on  the  brink  of  finding  therapies  and  cures  in  many  areas  including  Alzheimer's,  stroke  and 
spinal  cord  injury  that  will  save  our  government  billions  of  dollars  in  Medicare  and 
Medicaid  expenditures  with  an  increased  investment  to  the  National  Institute  of 
Neurological  Disorders  and  Stroke  (NINDS). 

Increases  in  health  care  expenditures  is  the  major  fiscal  concern  for  our  country, 
and  if  not  controlled,  will  consume  more  and  more  of  the  Gross  Domestic  Product  (GDP). 
In  1993,  total  health  care  expenditures  were  $855  billion.  This  represents  an  increase  of 
5.9%  over  1992.  Although  this  was  the  lowest  increase  in  20  years,  when  we  compare  it 
to  the  Consumer  Price  Index  (CPI)  for  the  same  period,  which  was  3%,  the  medical  CPI 
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was  still  double  the  rate  of  inflation.  Many  economists  are  uncertain  that  this  low  rate  of 
inflation  of  the  medical  CPI  is  sustainable.  It  may  actually  have  been  a  result  of  the 
national  focus  on  health  care  during  the  health  care  reform  debate.  However,  even  using 
this  low  rate  of  increase  for  medical  care  expenditures,  the  Health  Care  Financing 
Administration  (HCFA)  projects  health  care  expenditures  to  increase  to  $1.8  trillion  by  the 
year  2005,  which  will  represent  18%  of  the  GDP,  up  from  9.2%  in  1980.  Furthermore, 
the  federal  government's  share,  according  to  the  Congressional  Budget  Office  (CBO),  will 
increase  from  $242  billion  in  1994,  to  $694  billion  by  2005.  This  not  only  represents  an 
increase  in  the  cost  of  health  care,  but  also  represents  an  increase  in  the  percentage  of  the 
federal  government's  share  of  these  costs,  from  30%  in  1994  to  35%  in  2005. 

Although  dramatic,  this  increase  is  much  less  than  the  projections  made  by  HCFA 
in  the  fall  of  1992.  These  projections  were  based  on  historical  data  collected  in  the  years 
prior  to  1993,  when  increases  were  larger.  HCFA  estimated  that  by  2010,  health  care 
costs  will  be  $3.8  trillion,  22%  of  the  GDP  and  the  public's  share,  both  state  and  federal 
will  be  almost  $2  trillion.  No  society  can  afford  to  spend  $1  out  of  every  $5  on  health 
care. 

Medicaid  and  Medicare  represent  the  major  part  of  the  federal  share  in  health  care. 
Medicare  provides  minimal  coverage  for  long  term  care.  Persons  requiring  long  term  care 
will  spend  over  $40,000  a  year,  quickly  eating  through  their  assets,  leaving  many  of  the 
middle  class  elderly  qualifying  for  Medicaid.  Long  term  care  represents  over  40%  of 
Medicaid  payments  made  on  behalf  of  less  than  7%  of  the  recipients.  In  addition  to  the 
elderly,  12%  of  Medicaid  payments  go  to  the  mentally  retarded,  who  amount  to  only  1% 
of  the  recipients. 

The  majority  of  long  term  care  recipients  are  suffering  from  some  sort  of  a 
neurological  disorder.  In  fact,  one  half  of  long  term  nursing  care  costs  are  for  patients 
with  Alzheimer's  and  other  degenerative  diseases  of  the  brain.  It  is  logical  that  people 
with  neurological  disorders  would  constitute  the  bulk  of  these  costs,  since  people  suffering 
from  other  diseases  (heart,  cancer,  etc.)  either  recover  or  die.  In  contrast,  people  with 
neurological  disorders  suffer  and  linger  for  many  years. 

Why  is  health  care  increasing  so  rapidly?  The  answer  is  relatively  obvious.  The 
increase  is  due  to  the  medical  care  revolution  which  has  brought  us  a  better  quality  of 
medicine.  This  has  eliminated  many  of  the  deadliest  diseases  through  the  discovery  of 
antibiotics,  which  allow  us  to  live  healthier  and  longer  lives.  In  the  1950's  and  1960's,  we 
did  not  spend  money  on  big  screen  televisions,  VCRs,  or  personal  computers  because  the 
technology  was  not  there.  In  the  same  way,  during  that  era,  we  did  not  spend  money  on 
triple  bypass  surgeries,  CAT  scans  and  other  new  technologies  because  they  were  not 
available. 

Many  countries  like  Canada,  Japan,  England,  Germany  and  Italy,  are  experiencing 
similar  health  care  costs  increases  and  have  attempted  to  control  costs  in  various  ways. 
For  example,  they  have  tried  limiting  care,  controlling  prices,  delaying  surgery  and 
employing  other  draconian  methods.  Even  with  their  cost  controlling  efforts,  we  find  that 
the  rate  of  inflation  for  health  care  abroad,  when  adjusted  for  the  value  of  the  dollar  and 
inflation,  is  close  to  what  we  have  experienced  in  the  U.S.  Various  states  in  the  US  have 
also  tried  to  control  Medicaid  costs  independently  but  they  have  merely  succeeded  in 
shifting  costs  between  and  within  sectors.  Simply  cutting  Medicaid  benefits  does  not 
reduce  the  costs,  as  these  costs  will  eventually  reappear  in  the  system  somewhere  else. 
Once  the  inefficiencies  in  the  health  system  have  been  dealt  with,  health  care  expenditures 
will  continue  to  rise  again  at  the  same  rate. 
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The  obvious  conclusion  is  that  as  long  as  people  continue  to  get  sick,  health  care 
costs  will  continue  to  increase.  The  only  way  to  eliminate  illness  is  through  a  long-term 
commitment  to  research.  Promising  strategies  languish  on  the  shelves  in  laboratories 
across  the  country,  unable  to  be  tested  because  of  insufficient  research  funding.  There  are 
numerous  examples  of  important  research  that  has  shown  tremendous  promise  in  many 
neurological  diseases.  For  example,  recent  discoveries  of  the  protein  beta  amyloid,  which 
in  excess  causes  brain  cell  death,  has  led  scientists  to  develop  a  simple  test  to  block  this 
excess  production  of  the  protein.  This  is  one  of  the  causes  of  Alzheimer's.  With 
additional  funding,  many  more  strategies  to  find  the  blocker  drug  can  be  tested.  This  will 
most  certainly  lead  to  early  treatments.  This  drug,  when  found,  will  slow  down  the 
progression  of  Alzheimer's.  The  leading  scientists  in  this  field  believe  that  with  sufficient 
funding,  they  will  be  able  to  delay  the  onset  of  the  disabling  symptoms  of  Alzheimer's  by  5 
years.  This  will  result  in  a  savings  of  billions  annually  in  the  Medicaid  budget. 

In  the  field  of  spinal  cord  injury,  there  have  also  been  numerous  exciting 
breakthroughs  that  have  gone  unfunded.  In  1981,  Alan  Faden  and  his  colleagues  at  the 
Uniformed  Services  University  reported  that  a  drug  called  thyrotropin  releasing  hormone 
(TRH)  significantly  improved  recovery  when  given  to  cats  shortly  after  spinal  cord  injury. 
As  a  result  of  lack  of  funding,  a  Phase  II  clinical  trial  was  started  in  1989,  a  delay  of  8 
years.  The  trial's  findings  were  published  in  1994,  reporting  promising  results  which 
prompted  the  authors  to  call  for  a  Phase  III  clinical  trial.  In  another  case,  Andrew  Blight 
and  his  colleagues  at  NYU  Medical  Center  discovered  in  1987  that  a  drug  called  4- 
aminopyridine  (4-AP)  significantly  improved  sensory  and  motor  function  in  spinal  injured 
cats.  Eight  years  and  five  publications  later,  still  no  funding  was  available.  The  funding 
was,  however,  found  in  Canada,  where  a  positive  Phase  II  trial  led  to  the  recommendation 
of  a  Phase  III  trial  by  the  authors. 

These  were  extremely  promising  results  which  could  have  reached  spinal  cord 
injured  patients  by  now.  Instead,  we  are  spending  $7  billion  to  maintain  them  in  their 
current  state,  an  option  that  has  no  real  benefit  for  anyone.  Even  a  partial  return  of 
function  would  produce  immediate  savings.  For  instance,  many  people  with  spinal  cord 
injury  have  paralyzed  bladders  and  must  catheterize  themselves  several  times  daily.  A 
sterile  catheterization  kit  costs  about  $8.  If  we  assume  very  conservatively  that  about  half 
of  the  220.000  spinal-injured  people  in  the  country  use  two  kits  daily,  the  bill  comes  to 
$5840  per  person  or  $642  million  per  year.  One  effective  treatment  for  one  problem  in 
one  disease  can  return  the  Federal  government's  investment  in  all  of  neurological  research. 
Incidentally,  the  budget  of  the  National  Institute  of  Neurological  Disorders  and  Stroke  at 
NIH  is  $642  million  this  year.  The  pattern  is  clear.  Without  substantially  increased 
investment  in  neurological  therapy  research,  progress  will  continue  to  be  slow. 

One  hundred  and  fifty  thousand  people  (150,000)  die  each  year  from  stroke  in  the 
United  States.  As  a  result  of  a  recently  completed  NINDS  study  (September  1994),  one 
hundred  and  twelve  thousand  (1 12,000)  of  them  will  be  saved  from  death  or  crippling 
paralysis  through  the  use  of  a  surgical  procedure  to  the  carotid  artery  called  an 
endarterectomy.  Elizabeth  Dole  recently  underwent  this  operation  which  certainly  saved 
her  life.  The  Chairman  of  this  committee  is  also  well  aware  of  the  importance  of  the  CAT 
scan  in  finding  life  threatening  tumors. 

For  Congress  not  to  increase  funds  to  NINDS,  really  increases  the  burden  on  the 
American  tax  payer.  It  is  only  through  an  investment  in  research  that  this  government  will 
have  a  chance  at  reducing  the  health  care  budget,  which  if  left  unchecked  will  absorb  our 
nations  resources. 
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In  addition  to  the  economic  arguments,  can  we,  as  a  society,  allow  our  citizens  to 
continue  to  suffer  knowing  full  well  that  their  suffering  could  be  eliminated  with  such  a 
small  investment?  The  voluntary  neurological  organizations  representing  millions  of 
Americans  urge  you  to  increase  funding  to  NINDS  in  fiscal  year  1996  to  $870  million. 

STATEMENT  OF  THE  NATIONAL  CENTER  FOR  MEDICAL 
REHABILITATION  RESEARCH  COALITION 

Distinguished  Chairman  and  Members  of  the  Subcommittee: 

The  National  Center  for  Medical  Rehabilitation  Research  Coalition  (NCMRR  Coalition)  is 
comprised  of  a  wide  range  of  consumer,  physician,  and  nonphysician,  disability-related  national 
organizations  supportive  of  disability  and  rehabilitation  research  conducted  by  the  National  Center 
for  Medical  Rehabilitation  Research.  The  NCMRR  Coalition  believes  that  a  significant  federal 
investment  in  rehabilitation  research  will  eventually  minimize  the  effects  and  costs  of  physical 
disability  in  this  country. 

Basic  and  applied  research  supported  by  the  NCMRR  has  the  potential  to  improve  the 
quality  of  life  and  the  ability  to  function  for  people  with  strokes,  head  injuries,  spinal  cord  injuries, 
amputations  and  joint  disorders,  neurological  disorders  such  as  multiple  sclerosis,  epilepsy,  and 
spina  bifida,  developmental  disabilities  such  as  cerebral  palsy,  and  a  whole  host  of  other  physical 
disabilities. 

National  Center  foQ^edicaj  Rehabilitation  Research 

The  National  Center  for  Medical  Rehabilitation  Research  (NCMRR)  was  created  in  1 990 
as  part  of  the  National  Institute  on  Child  Health  and  Human  Development  (NICHD)  at  the 
National  Institutes  of  Health  (NIH).  The  National  Center  for  Medical  Rehabilitation  Research 
focuses  its  resources  on  all  aspects  of  rehabilitation  research,  particularly  the  functional  limitations 
of  persons  with  physical  disabilities  and  chronic  illnesses.  While  most  of  NIH  focuses  on 
preventing  and  "curing"  diseases  and  disorders,  the  National  Center  for  Medical  Rehabilitation 
Research  focuses  its  resources  on  improving  rehabilitation  therapies,  devices,  and  medical 
interventions  that  will  enhance  the  ability  of  people  with  disabilities  to  function  in  society  once  a 
disabling  condition  has  been  incurred. 

The  National  Center  for  Medical  Rehabilitation  Research  has  the  potential  to  link  a  vision 
for  greater  independence  and  freedom  with  49  million  Americans  with  disabilities.  Relatively 
small  investments  in  rehabilitation  research  today  have  the  potential  to  pay  huge  dividends 
tomorrow.  The  economic  costs  of  dependency,  welfare,  and  nonproductivity  for  this  population 
cannot  be  understated.  NCMRR-supported  research  can  be  extremely  cost-effective,  leading  to 
far  more  reliance  on  the  individual  and  far  less  reliance  on  government.  In  terms  of  quality  of  life, 
NCMRR-supported  research  has  tremendous  potential  to  positively  affect  the  lives  of  people  with 
physical  disabilities. 

Medical  rehabilitation  research  conducted  and  supported  by  the  NCMRR  cuts  across  all 
physical  disability  groups  and  spans  the  lifetime  of  a  person  with  a  disability.  This  research 
encompasses  the  wide  spectrum  of  disability,  from  the  pathophysiology  of  disabling  conditions 
through  societal  limitations,  which  are  often  the  most  formidable  obstacles  to  achieving  a  high 
quality  of  life.  There  are  seven  general  categories  of  medical  rehabilitation  research  supported  by 
the  NCMRR.  These  categories  include: 

(1)  mobility, 

(2)  behavioral  adaptation  to  disabilitv 

(3)  whole  body  systems'  response  to  disability, 

(4)  assistive  technology  to  empower  people  with  disabilities, 

(5)  measurement,  assessment  and  epidemiology  of  rehabilitation  methods  and 

interventions, 
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(6)  treatment,  evaluation  and  outcomes  research,  and 

(7)  the  training  of  rehabilitation  researchers  and  scientists. 

In  the  first  four  years  of  operation,  the  National  Center  for  Medical  Rehabilitation 
Research  has  funded  grants  across  these  areas  of  research,  albeit  at  inadequate  levels  due  to 
funding  constraints.  Over  140  grants  have  been  awarded  throughout  this  time  with  an  emphasis 
on  training  of  rehabilitation  researchers  and  whole  body  systems'  response  to  disability. 
Significant  funding  increases  are  necessary  to  address  important  medical  rehabilitation  research  in 
the  remaining  priority  areas  of  the  NCMRR's  research  plan,  mentioned  above. 

Despite  funding  limitations,  however,  significant  progress  is  being  made.  The  NCMRR 
has  issued  a  number  of  Requests  For  Applications  (RFAs)  in  the  recent  past  including  an  RFA 
entitled  "Biomaterials  to  Restore  Function  in  Persons  with  Disabilities."  The  goal  of  the  RFA  was 
to  stimulate  exploratory  research  that  would  lead  to  the  development  of  novel  biomaterials  for 
medical  rehabilitation.  A  number  of  conferences  and  workshops  have  also  recently  been  convened 
and  supported  by  the  NCMRR.  Conference  topics  have  included  neuroimaging  and  medical 
rehabilitation,  cognitive  and  behavioral  deficit  research  in  children  with  AIDS,  and  research  issues 
concerning  the  health  needs  of  women  living  with  physical  disabilities.  In  addition,  the  NCMRR 
supported  conferences  on  hip  joint  replacement  and  advances  in  medical  rehabilitation  outcomes 
research.  In  April  1995,  the  NCMRR  will  support  a  conference  on  assistive  technology  to 
improve  the  function  of  people  with  disabilities. 

NCMRR's  agenda  on  assistive  technology  and  mobility  research  is  particularly  well-suited 
to  the  Small  Business  Innovative  Research  (SBIR)  grant  mechanism.  Over  10%  of  NCMRR's 
total  appropriations  have  funded  these  types  of  grants.  Much  of  the  research  on  assistive  devices 
for  people  with  disabilities,  such  as  advances  in  orthotic  (orthopedic  braces)  and  prosthetic 
(artificial  limbs)  devices,  takes  place  through  the  SBIR  program.  Although  it  is  too  early  to  tell, 
funding  of  assistive  technology  through  SBIR  grants  will  likely  lead  to  readily  available 
improvements  in  rehabilitation  methods  and  devices  for  people  with  mobility  impairments  as  a 
result  of  physical  disability. 

Research  Centers  and  Other  Foregone  Opportunities 

NCMRR's  rehabilitation  research  plan  calls  for  the  creation  of  Centers  of  Excellence 
where  multidisciplinary  rehabilitation  research  would  take  place  that  cuts  across  all  aspects  of 
physical  disability.  Two  different  kinds  of  research  centers  have  been  contemplated  by  the 
NCMRR:  Comprehensive  Rehabilitation  Research  Centers  of  Excellence  (CRRCEs),  which 
would  foster  multidisciplinary  investigations  of  cross-cutting  issues  regarding  medical 
interventions  and  health  maintenance;  and  Rehabilitation  Core  Research  Centers  (RCRCs),  which 
would  focus  on  improving  the  useful  functioning  of  people  with  disabilities  through  the  provision 
of  research  support  services  to  individual  investigators  conducting  or  planning  research  on  topics 
relevant  to  medical  rehabilitation. 

The  NCMRR  research  plan  has  identified  several  important  areas  where  these  centers 
would  optimize  the  outcomes  of  rehabilitation  research.  The  "team"  approach  to  rehabilitation 
service  delivery  naturally  lends  itself  to  research  through  Centers  of  Excellence.  Interdisciplinary 
centers  traditionally  have  been  used  by  NIH  to  facilitate  the  pursuit  of  thematically  focused 
research  spanning  many  scientific  disciplines.  Centers  have  been  used  to  create  bridges  to  link 
intervention  and  clinical  studies  with  ongoing  research  activities,  to  expedite  achievement  of 
research-based  improvements  in  the  quality  of  care,  and  to  reduce  the  need  for  duplicate  study 
samples  and  equipment.  Centers  have  also  been  used  as  effective  resources  for  the  continuing 
education  of  health  care  providers  and  scientists.  The  research  centers  model,  therefore,  is 
well-suited  for  interdisciplinary  rehabilitation  research. 

To  date,  however,  funding  constraints  have  prevented  the  NCMRR  from  pursuing 
rehabilitation  research  Centers  of  Excellence.  In  fact,  NCMRR's  limited  funding  throughout  its 
first  four  years  of  operation  has  created  numerous  foregone  opportunities  in  priority  areas  of 
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rehabilitation  research.  The  NCMRR  Advisory  Board  has  recently  identified  over  $30 
million  worth  of  identifiable  and  highly  credible  research  opportunities  that  will  not  be  able 
to  be  funded  in  Fiscal  Year  1995  alone.  In  total,  this  represents  94  research  grants  that  may 
have  significantly  improved  the  lives  of  people  with  disabilities.  These  foregone  opportunities 
include  research  on  traumatic  head  injury  and  cognitive  retraining,  the  study  of  pain  and  disability, 
functional  assessments  of  musculoskeletal  disorders,  medical  rehabilitation  outcomes  research, 
fatigue  and  disability,  and  obstetrical  and  gynecological  management  of  women  with  disabilities. 

Clinical  trials  concerning  new  and  improved  orthotic  and  prosthetic  devices  to  assist 
people  with  disabilities  and  clinical  trials  involving  bowl  and  bladder  management  for  persons  with 
spinal  cord  injuries  will  also  remain  unfunded  until  significant  appropriation  increases  occur. 
Finally  high  quality,  Small  Business  Innovative  Research  grant  applications  continue  to  pour  into 
the  NCMRR  with  very  little  chance  of  ultimately  being  funded. 

Fiscal  Year  1996  Appropriations  Request  for  NCMRR 

NICHD  devoted  $600  thousand  to  rehabilitation  research  training  grants  in  Fiscal  Year 

1991  to  be  administered  by  the  NCMRR.  NCMRR's  first  full  fiscal  year  of  appropriations  was 

1992  with  an  initial  $7.5  million  appropriation.  The  appropriation  for  Fiscal  Year  1993  was  raised 
to  $9.9  million  Fiscal  Year  1994  witnessed  the  most  significant  increase  for  the  NCMRR  at 
$14.2  million,  a  40%  increase  in  appropriations  over  the  previous  year.  This  increase  significantly 
enhanced  the  momentum  of  the  NCMRR  throughout  the  rehabilitation  research  community. 
Unfortunately,  this  momentum  was  not  fueled  by  the  FY  1995  appropriation.  Fiscal  Year  1995 
resulted  in  a  budget  of  approximately  $15  million  dollars,  a  modest  increase  over  the  previous 
year. 

Of  this  $15  million  figure,  $10.8  million  has  already  been  committed  to  fund  existing 
research  projects,  leaving  $4.2  million  for  Fiscal  Year  1995  research  activities.  This  represents 
approximately  nine  investigator-initiated  (RO-1)  grants,  six  career  and  training  awards,  four  Small 
Business  Innovative  Research  grants,  one  reviewed  program  project  award  (PO-1)  and  the 
funding  of  an  adolescent  health  study.  Aside  from  the  financial  infeasibility  of  funding  research 
Centers  of  Excellence,  a  whole  host  of  rehabilitation  research  applications  will  not  be  able  to  be 
funded  with  the  current  FY  1995  budget. 

The  initial  NIH  discussions  concerning  the  creation  of  the  NCMRR  contemplated  a 
$30  million  budget  by  Fiscal  Year  1995.  Yet,  the  current  budget  represents  just  half  of  that 
figure.  Because  of  the  potential  for  cost-effectiveness  of  medical  rehabilitation  research  and 
the  intense  interest  among  researchers  and  people  with  disabilities  throughout  the  country 
concerning  these  research  topics,  we  recommend  a  Fiscal  Year  1996  appropriation  for  the 
National  Center  for  Medical  Rehabilitation  Research  of  $25  million,  an  increase  of  $10 
million  over  FY  1995  levels.  In  addition,  because  applied  rehabilitation  research,  particularly  in 
the  area  of  assistive  technology,  has  the  potential  to  quickly  yield  tangible  improvements  in 
rehabilitation  treatments  and  devices  for  people  with  physical  disabilities,  and  small  businesses  are 
often  the  laboratories  for  this  type  of  research,  we  recommend  the  commitment  of  a 
disproportionate  share  of  NIH's  set-aside  SBIR  funds  to  support  NCMRR  research. 

In  this  era  of  deficit  reduction,  it  may  appear  at  first  glance  that  a  $10  million  increase  for 
the  NCMRR  is  unattainable.  The  NCMRR  Coalition,  however,  believes  that  with  less  resources 
available  for  federal  funding  of  this  nature,  funding  must  be  targeted  to  make  the  greatest  impact 
in  outcomes  with  the  greatest  degree  of  cost-effectiveness.  NCMRR-supported  research  meet 
these  criteria  and  should  be  considered  a  priority  within  the  National  Institutes  of  Health  for 
significant  funding  increases. 


Thank  you. 
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STATEMENT  OF  THE  NATIONAL  COALITION  FOR  CANCER  RESEARCH 

The  National  Coalition  for  Cancer  Research  (NCCR)  is  pleased  to  have  this  opportunity 
to  submit  testimony  for  the  written  record  to  the  Senate  Appropriations  Subcommittee  on  Labor, 
Health  and  Human  Services,  Education,  and  Related  Agencies  on  behalf  of  increased  federal 
support  for  the  National  Cancer  Program. 

The  NCCR  is  a  coalition  of  20  national  lay  and  professional  organizations  all  committed 
to  the  eradication  of  cancer.  The  NCCR  represents  cancer  survivors  and  their  families, 
laboratory,  clinical,  and  translational  cancer  researchers,  physicians,  nurses,  other  health 
professionals,  cancer  centers,  and  over  2  million  volunteers  and  interested  citizens.  For  almost 
10  years,  our  mission  has  been  to  educate  the  public  and  Congress  about  the  need  for  increased 
federal  support  for  the  National  Cancer  Program. 

NCCR  member  organizations  understand  that  this  Committee  has  a  mandate  to  reduce 
unnecessary  spending.  However,  we  would  like  to  remind  the  Committee  that  it  is  vitally 
important  -  and  economically  necessary  given  the  rising  costs  of  health  care  ~  to  find  ways  to 
prevent  and  cure  cancer. 

One  out  of  three  Americans  will  get  cancer.  One  out  of  five  of  us  will  die  from  cancer. 
One  person  will  die  of  cancer  every  58  seconds.  This  year  alone,  1.2  million  people  this  year, 
including  1 1,000  children  will  get  cancer.  From  these  facts  alone,  and  there  are  many  more  that 
could  be  provided  to  the  Committee,  it  is  obvious  that  cancer  research  with  its  important  goal 
of  preventing  and  curing  cancer  is  necessary  spending. 

In  addition  to  the  enormous  toll  on  human  lives  and  suffering,  there  is  the  equally 
persuasive  economic  argument  for  cancer  research.  Total  direct  and  indirect  costs  of  cancer, 
including  health  care  costs  and  lost  worker  productivity,  exceed  $100  billion  annually.  Cancer 
research,  on  the  other  hand,  saves  billions.  For  example, 

►  A  17-year  total  investment  of  $72  million  in  testicular  cancer  has  enabled  a  91  % 
cure  rate,  with  an  increased  annual  life  expectancy  of  40  years  and  an  annual 
savings  of  $134-179  million. 

►  A  15-year  total  investment  of  $14  million  in  developing  a  two-stage  procedure  in 
the  diagnosis  and  treatment  of  breast  cancer  has  resulted  in  an  annual  savings  of 
$526  million. 

►  A  12-year  total  investment  of  $13  million  in  developing  adjuvant  chemotherapy 
treatments  for  Duke's  C  colon  cancer  has  reduced  death  rates  from  recurrent 
colon  cancer  by  one  third  and  resulted  in  an  annual  savings  of  $215  million. 

►  Cancer  research  has  also  given  rise  to  the  biotechnology  industry,  which  the 
President's  Council  on  Competitiveness  estimated  will  be  a  $50  billion  per  year 
industry  by  the  year  2000.  The  U.S.  could  lose  its  preeminence  in  this  industry 
if  support  is  not  maintained. 

Biomedical  research  has  proved  its  economic  worth  before.  For  example,  if  there  was 
no  polio  vaccine,  this  nation  would  have  a  tremendous  annual  bill  for  "iron  lungs"  and  other 
costs  from  polio.  Clearly,  cancer  continues  to  take  an  incredible  toll  both  on  human  lives  and 
our  economy.  The  only  way  to  change  this  is  to  strengthen  our  ability  to  eradicate  cancer 
through  increased  federal  support  for  cancer  research. 

In  his  budget  request,  President  Clinton  recommended  a  3.9%  increase  for  the  National 
Cancer  Institute  (NCI)  for  FY  1996.  However,  his  budget  projections  for  the  entire  National 
Institutes  of  Health  (NIH)  assume  a  9.3%  decrease  in  budget  authority  over  1996  levels  by  the 
year  2000!  The  investment  potential  for  biomedical  research  is  at  its  peak. 
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*  For  every  $1  spent  on  biomedical  research,  $13  is  saved  in  lost  wages,  health  care  costs, 
and  productivity. 

*  The  National  Institutes  of  Health  funds  approximately  84%  of  the  Federal  investment  in 
biotechnology  (1992  data,  Dept.  of  Commerce). 

*  Yet,  despite  the  high  yield  of  an  investment  in  biomedical  research  we  spend  more  money 
per  person  to  control  disease  than  we  do  to  prevent  disease  from  occurring. 

o  $3,200  per  person  is  spent  on  health  care  expenditures  but  only  $36  per  person 
is  spent  on  biomedical  research  to  prevent  and  cure  diseases. 

*  12%  of  the  GNP  is  spent  on  syringes,  medicine  and  the  like  service  industry-while  less- 
0. 14  of  1  %  of  the  GNP  is  spent  on  biomedical  research-a  productive  industry. 

*  Over  $1.3  billion  worth  of  clinical  trials  research  will  go  unfunded  this  year. 

*  Over  76%  of  the  approved  research  grants  will  go  unfunded. 

At  a  time  when  we  are  on  the  brink  of  discovering  more  effective  treatments,  exploring 
the  benefits  of  gene  therapy,  and  gaining  a  better  understanding  of  the  environmental  causes  of 
cancer,  these  projections  are  devastating  and  unacceptable. 

The  cost  effectiveness,  utility  for  the  American  public,  and  economic  benefits  of  cancer 
research  are  clear.  However,  the  NCCR  recognizes  that  funds  are  severely  limited.  As  a  result, 
we  have  carefully  developed  the  following  positions: 

►  Our  ultimate  goal  is  to  fulfill  the  promise  of  cancer  research  and  to  achieve  the 
funding  level  recommended  in  the  NCI  Bypass  Budget. 

►  As  an  interim  measure,  the  NCCR  believes  that  parity  of  funding  with  that  of  the 
entire  NIH  is  a  top  priority.  Since  1980,  the  NIH  as  a  whole  has  enjoyed  a  15% 
increase  in  federal  funding  in  constant  dollars  compared  to  a  mere  1  %  increase 
for  the  NCI.  A  1%  increase  in  spending  power  over  the  past  15  years  for  a 
disease  which  will  be  the  number  one  killer  by  the  year  2000  is  unacceptable  and 
severely  inhibits  our  ability  to  achieve  progress  against  cancer. 

►  Since  the  gap  between  the  15%  increase  for  NIH  and  the  1%  increase  for  NCI 
is  so  vast,  we  recognize  that  parity  with  the  NIH  will  be  difficult  to  achieve 
overnight.  For  this  reason,  the  NCCR  is  requesting  that  a  minimum  10% 
increase  in  funding  be  given  to  the  NCI  in  FY  1996  as  a  first  significant  step 
towards  parity  with  the  rest  of  the  NIH,  and  ultimately,  to  achieve  the 
funding  level  recommended  by  the  NCI  in  its  Bypass  Budget. 

A  10%  increase  for  the  NIH  for  FY  1996  is  consistent  with  the  recommendations  of 
nearly  the  entire  cancer  and  biomedical  research  community  and  was  also  requested  by  the  nine 
societies  that  comprise  the  Federation  of  American  Societies  for  Experimental  Biology. 

Within  the  context  of  this  request  for  a  10%  increase  as  a  first  step  towards  parity,  the 
NCCR  supports  several  principles  for  the  use  of  these  funds: 

►  The  NCCR  concurs  with  Congress'  recommendation  of  last  year  to  support  a 
balanced  cancer  research  agenda,  one  which  includes  basic,  clinical,  translational, 
prevention,  control,  and  survivorship  research.  We  urge  that  this  emphasis  on 
balance  remain  a  core  component  of  your  1996  priorities. 

►  Within  this  balanced  approach,  there  should  be  flexibility  in  the  use  of  these  funds 
to  address  high  priority  initiatives  and  to  fund  quality  research  applications  and 
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programs  rather  than  arbitrary  numerical  targets.  It  is  vital  that  we  not  let 
funding  constraints  destroy  the  quality  of  existing  and  future  research  initiatives. 

►  As  the  Congress  continues  to  debate  the  issue  of  unfunded  mandates,  we  urge  you 
to  apply  this  concept  to  research  as  well.  Earmarking  of  site-  and  gender-specific 
research  should  not  be  supported  unless  additional  funds  are  provided. 

When  the  National  Cancer  Act  was  signed  in  1971,  this  country  declared  the  War  on 
Cancer.  The  past  twenty  years  have  shown  that  the  National  Cancer  Program  has  been  a 
successful  investment  —  yielding  breathtaking  advances,  new  technologies,  treatments,  and 
prevention  methods. 

►  The  overall  survival  rate  for  people  with  all  forms  of  cancer  has  increased  from 
33%  to  52%. 

►  The  survival  rate  for  children  with  one  form  of  leukemia  has  increased  from  5% 
to  over  70%; 

►  The  survival  rate  for  men  with  prostate  cancer  has  increased  from  50%  to  80%. 

Because  of  the  National  Cancer  Program,  there  are  more  than  8  million  cancer  survivors 
today. 

Yet  the  incidence  of  cancer  and  its  devastating  effects  continue  at  an  alarming  rate,  and 
they  will  continue  as  long  as  cancer  research  is  underfunded.  Massive  cost-cutting  and  a  15% 
reduction  in  NCI  staff  over  the  next  few  years  have  already  compromised  the  NCI's  position  of 
preeminence.  Continued  budget  reductions,  downsizing,  and  low  staff  morale  will  only 
perpetuate  the  threat  to  the  continued  success  of  the  National  Cancer  Program  in  both  the 
intramural  and  extramural  programs.  Each  and  every  year  that  we  do  not  fund  cancer  research 
to  its  fullest,  we  insure  missed  research  opportunities,  undiscovered  treatments,  and  untimely 
deaths. 

This  request  represents  the  views  of  the  NCCR  which  is  comprised  of  diverse  groups 
representing  a  wide  range  of  interests  and  concerns.  The  common  denominator  among  all  the 
members  of  the  NCCR  is  our  determination  to  support  continued  progress  in  cancer  research. 
We  urge  you  to  consider  the  collective  voice  of  our  20  member  organizations  in  support  of 
a  10%  increase  for  the  NCI  for  FY  1996  as  you  begin  to  make  very  difficult  funding 
decisions.  A  strong  cancer  research  program  is  an  investment  in  our  Nation,  our  families,  and 
our  future. 

Thank  you  for  this  opportunity  and  for  your  consideration  of  our  request.  The  NCCR 
looks  forward  to  working  with  the  Committee  in  the  future  to  strengthen  the  National  Cancer 
Program. 


STATEMENT  OF  THE  NATIONAL  COALITION  FOR  OSTEOPOROSIS  AND 
RELATED  BONE  DISEASES 

Mr.  Chairman  and  members  of  the  Subcommittee,  this  Statement  is 
submitted  on  behalf  of  the  National  Coalition  for  Osteoporosis  and  Related  Bone 
Diseases.  We  very  much  appreciate  the  opportunity  to  submit  our  comments  on  the 
FY  1996  Labor,  HHS  and  Education  Appropriations  bill. 

The  National  Coalition  for  Osteoporosis  and  Related  Bone  Diseases 
(the  Coalition)  consists  of  four  organizations:  The  National  Osteoporosis 
Foundation;  The  American  Society  for  Bone  and  Mineral  Research;  The  Paget 
Foundation;  and  The  Osteogenesis  Imperfecta  Foundation.  Together  these 
organizations  represent  the  millions  of  women,  men  and  children  who  suffer  from 
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bone  diseases  and  the  physicians,  dentists  and  scientists  that  perform  the  basic  and 
clinical  research  for  these  diseases.  Each  year,  osteoporosis,  Paget's  disease,  and 
osteogenesis  imperfecta,  among  other  bone  diseases,  strike  30  million  Americans 
and  cause  loss  of  independence,  disability,  pain,  and  death.  The  annual  cost  of 
acute  and  long-term  care  is  estimated  to  be  $20  billion.  As  the  population  ages, 
these  costs  are  expected  to  increase  to  more  than  $60-80  billion  by  the  year  2020. 
Without  intervention  now,  these  diseases  will  drive  the  cost  of  acute  and  long-term 
care  well  into  the  next  century  and  overwhelm  any  effort  to  contain  health  care 
costs. 

Bone  diseases  affect  women,  men  and  children  of  all  ages.  From 
infancy  to  old  age,  these  diseases  profoundly  alter  the  quality  of  life  for  millions  of 
Americans.  Osteoporosis,  the  leading  bone  disease,  disproportionately  affects 
women.  Of  the  25  million  Americans  with  osteoporosis,  80%  are  women.  Each 
year,  osteoporosis  leads  to  more  than  1.5  million  bone  fractures,  typically  of  the  hip 
and  spine,  although  any  bone  can  be  affected.  The  consequences  of  osteoporosis 
include  pain,  disability,  deformity,  and  death. 

One  in  two  women  and  one  in  eight  men  are  at  risk  in  suffering  a 
fracture  due  to  osteoporosis.  A  woman's  risk  of  developing  an  osteoporosis-related 
hip  fracture  is  equal  to  her  combined  risk  of  developing  breast,  uterine  and  ovarian 
cancer. 

While  osteoporosis  can  be  prevented  and  treated,  there  is,  as  yet,  no 
cure.  Prevention  is  the  only  way  to  avoid  osteoporosis  and  its  debilitating  fractures. 

Paget's  disease  of  the  bone,  is  a  chronic  disorder  which  results  in 
enlarged  and  deformed  bones  in  one  or  more  regions  of  the  skeleton.  Excessive  bone 
breakdown  and  formation  causes  the  bone  to  be  dense  but  fragile.  Paget's  disease  is 
most  common  in  Caucasian  people  of  European  decent,  but  it  also  occurs  in  African 
Americans.  Paget's  disease  is  rarely  diagnosed  in  people  under  age  40,  but  may 
occur  in  up  to  3%  of  the  American  population  over  age  60.  Both  men  and  women 
are  affected. 

Osteogenesis  imperfecta  is  a  genetic  disorder  characterized  by  fragile 
bones  which  fracture  easily,  often  from  no  apparent  cause.  A  severely  affected  child 
begins  fracturing  before  birth.  A  mildly  affected  person  may  not  realize  that  she 
has  the  disorder  until  she  has  a  child  who  is  more  severely  affected. 

Osteogenesis  imperfecta  can  cause  hundreds  of  fractures  in  a  lifetime, 
as  well  as  hearing  loss,  short  stature,  skeletal  deformities,  breakable  teeth,  weak 
muscles,  and  respiratory  difficulties.  Use  of  crutches  or  wheelchairs  for  mobility  is 
common. 

It  is  estimated  that  approximately  40,000  people  in  the  United  States 
have  osteogenesis  imperfecta.  This  disease  affects  people  of  all  ages,  races  and  both 
sexes. 

Bone  disease  has  never  received  adequate  medical  research  funds.  The 
major  reason  for  this  lack  of  research  attention  is  due  to  the  general  lack  of 
attention  to  women's  diseases.  Also,  the  lead  institute  charged  with  the 
responsibility  for  conducting  research  on  osteoporosis  is  a  young  institute  which 
came  into  being  at  a  time  of  severe  federal  cutbacks  and  funding  for  research.  That 
institute,  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin 
Diseases,  has  never  received  adequate  funding  to  carryout  its  mission.  Over  the 
last  three  years,  NIAMS  has  been  able  to  fund  only  19%  of  the  high  quality  grant 
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request  it  receives,  whereas  the  overall  NIH  average  is  almost  27%.  This  means 
that  outstanding  scientific  oppor-tunities  to  increase  our  understanding  and 
treatment  of  bone  disorders  are  being  lost,  and  young,  talented  investigators  are 
hesitating  to  follow  careers  in  bone  research.  As  a  result,  osteoporosis,  Paget's 
disease  and  osteogenesis  imperfecta  continue  to  be  under-researched.  While 
NIAMS  should  be  commended  for  the  excellent  and  far-reaching  bone  disease 
research  it  has  conducted,  there  is  little  doubt  that  the  institute  could  do  so  much 
more  with  additional  funding. 

Much  clinical  and  laboratory  work  needs  to  be  done  in  order  to 
understand  the  pathology  of  these  diseases  and  to  find  ways  to  prevent,  treat,  and 
cure  them.  Support  for  funding  for  NIH  is  critical  to  the  progress  being  made  by 
physicians  and  basic  scientists  whose  work  and  research  are  dedicated  to  under- 
standing the  molecular  and  cellular  basis  of  skeletal  diseases  which  should 
eventually  lead  to  new  strategies  for  their  prevention  and  treatment.  Investment  in 
research  today  can  save  billions  of  dollars  in  treatment  in  the  future. 

There  are  major  questions  that  must  be  addressed  if  we  are  to  bring 
these  diseases  under  control.  For  example,  how  to  build  new  bone  rather  than 
merely  retarding  bone  loss  (an  essential  element  in  developing  a  cure  for 
osteoporosis);  how  to  address  the  growing  issue  of  osteoporosis  in  men  and  young 
women;  how  to  better  understand  the  basic  cellular  mechanism  for  which  bone 
remodeling  is  controlled;  how  to  define  the  role  of  factors  produced  by  cells  of  the 
immune  system  in  maintaining  bone  integrity  and  determine  if  osteoporosis  results 
from  abnormalities  in  their  production.  The  keys  to  answering  these  questions  and 
bringing  these  diseases  under  control  will  only  be  discovered  through  a  rigorous 
program  of  medical  research. 

On  behalf  of  the  millions  of  Americans  who  suffer  from  these 
debilitating  diseases,  we  request  that  your  subcommittee  provide  additional 
funding  to  NIAMS  to  expand  and  intensify  the  research  on  bone  disease.  We  also 
request  additional  funding  for  the  other  institutes  at  NIH  which  conduct  bone 
disease  research:  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney 
Diseases,  the  National  Institute  on  Aging,  and  the  National  Institute  of  Dental 
Research.  In  1993  Congress  approved  $40  million  in  new  funding  for  bone  disease 
research  in  the  NIH  Revitalization  Act.  Unfortunately,  Congress  has  never 
appropriated  the  funds  for  this  authorization.  We  ask  that  you  consider  providing 
this  additional  funding,  or  some  portion  thereof,  in  your  FY  96  appropriations  bill. 
We  ask  that  you  do  so  this  year  in  order  to  send  a  signal  to  the  millions  of 
Americans  who  suffer  from  bone  disease  that  Congress  recognizes  the  dire  need  to 
step  up  the  research  in  this  area.  Without  this  specific  support,  these  diseases  will 
swamp  the  overburdened  health  care  system  and  render  fruitless  any  effort  to 
implement  cost  containment  strategies. 

Please  do  all  that  you  can  to  provide  additional  research  funding  for 
these  diseases.  Investment  in  further  research  on  bone  disease  will  lead  to  greater 
understanding  of  the  diseases  and,  especially,  how  to  prevent  them  and  how  to  treat 
them  once  they  have  developed.  In  fact,  there  are  many  scientists  and  researchers 
who  work  in  these  fields  who  believe  that  it  is  within  our  power  to  eliminate  these 
diseases  as  a  public  health  problem.  This  subcommittee  can  take  an  important  step 
toward  these  goals  by  approving  additional  funding  for  the  1996  appropriations  bill 
to  increase  bone  disease  research. 


STATEMENT  OF  EDWARD  A.  HARRISON,  PRESIDENT,  NATIONAL 
COMMISSION  ON  CORRECTIONAL  HEALTH  CARE 

Mr.  Chairman  and  distinguished  Members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  submit  this  testimony.  I  am  Edward  Harrison,  President  of  the  National  Commission  on 
Correctional  Health  Care  (NCCHC),  a  not-for-profit  organization  based  in  Chicago,  Illinois, 
which  addresses  issues  relates  to  health  care  within  our  nation's  jails,  prisons,  and  juvenile 
detention  centers. 

The  National  Commission  offers  a  wide  range  of  programs  and  services  designed  to  help 
correctional  health  care  systems  provide  efficient,  quality  health  care.  NCCHC  establishes 
standards  for  health  services  in  correctional  facilities;  operates  a  voluntary  accreditation  program 
for  institutions  to  meet  these  standards;  produces  and  disseminates  resource  publications; 
provides  technical  assistance;  offers  a  quality  review  program;  conducts  educational  training  and 
conferences;  and  offers  a  certification  program  for  correctional  health  professionals.  We  are 
supported  by  thirty-six  national  organizations  representing  the  fields  of  health,  law,  and 
corrections,  including  the  American  Medical  Association;  the  American  Association  of  Public 
Health  Physicians;  the  National  Sheriffs  Association;  the  National  Council  of  Juvenile  and 
Family  Court  Judges;  the  America  Jail  Association;  and  the  National  Juvenile  Detention 
Association. 

Currently,  over  three  hundred  correctional  facilities  participate  in  the  NCCHC  accreditation 
program  which  provides  policies  and  procedures  that  enable  correctional  health  systems  to  be 
constitutionally  valid  and  medically  sound.  Additionally,  the  program  has  aided  correctional 
facilities  in  combating  lawsuits  alleging  improper  or  inadequate  health  care.  Since  the  program 
began  in  the  mid-1970's,  we  know  of  no  instance  in  which  a  correctional  facility,  while 
accredited  by  the  National  Commission,  has  suffered  an  adverse  judgement  in  any  class  action 
litigation  challenging  the  quality  or  availability  of  health  services. 

In  my  testimony,  I  want  to  focus  on  the  growing  trends  related  to  our  nation's  correctional 
facilities  and  the  need  for  more  attention  toward  the  health  care  administered  within  them.  As 
I'm  sure  many  of  you  know,  the  U.S.  prison  population  recently  surpassed  the  one  million 
inmate  mark  for  the  first  time.  In  recent  years,  corrections  funding  has  been  the  fastest  growing 
sector  of  state  government  spending.  For  example,  in  1990,  the  nation  spent  about  $25  billion 
to  house  inmates  in  state  and  federal  prisons.  Given  the  public's  increased  concerned  about  the 
increase  of  crime,  coupled  with  the  passage  of  more  stringent  laws,  the  prison  population  will 
continue  to  experience  rampant  growth. 

With  an  increase  in  the  prison  population,  it  is  correct  to  assume  that  there  has  been  also  an 
increase  in  correctional  health  care  needs.  More  and  more  correctional  administrators  and  local 
and  state  officials  are  increasingly  facing  the  daunting  task  of  addressing  increasingly  complex 
correctional  health  care  needs.  As  indicated  in  a  recent  report  by  the  National  Institute  on 
Justice,  the  health  care  needs  of  the  incarcerated  are  expanding  with  the  growing  number  of 
offenders  involved  in  substance  abuse  and  criminal  activity.  The  problem  is  magnified  by 
overcrowded  facilities,  the  aging  of  an  inmate  population  serving  longer  sentences,  a  rise  in  the 
percentage  of  pregnant  female  offenders,  the  increasing  violence  of  youthful  offenders,  and 
pervasive  infectious  diseases,  such  as  hepatitis  B,  tuberculosis  (TB),  and  human  immunodeficien- 
cy virus  (HIV)  that  affect  the  jail  and  prison  population  at  rates  far  greater  than  in  the  general 
population.  The  state  of  Virginia's  Joint  Legislative  Audit  and  Review  Commission  recently 
reported  that  the  state's  jail  system,  operating  at  168%  of  capacity,  was  facing  a  security  threat: 
disease.  Based  on  a  survey  of  its  81  local  and  nine  regional  jails,  there  were  a  reported  392 
prisoners  with  HIV;  another  One-hundred-five  with  AIDS;  and  another  13  with  TB. 

With  the  increase  needs  associated  with  health  care  within  our  correctional  facilities,  state  and 
local  correctional  administrators  must  wrestle  with  the  challenge  of  managing  the  rising  cost  of 
health  care.  It  is  widely  recognized  that  the  spending  for  health  care  is  increasing  faster  than 
other  correctional  costs;  and  that  in  the  future,  larger  shares  of  correctional  budgets,  already 
strapped  by  fiscal  constraints  imposed  by  limited  budgets,  will  have  to  be  devoted  to  health  care. 
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In  Texas,  for  example,  correctional  health  care  expenditures  increased  473  percent  between  1982 
and  1989,  due  in  part  to  a  U.S.  Federal  Court's  decision  in  the  Ruiz  v.  Estelle  case,  which 
found  conditions  in  the  State's  prisons  systems  to  be  unconstitutional.  For  other  states  like 
Texas,  the  necessity  to  bring  inmate  health  care  up  to  acceptable  levels  will  undoubtedly  increase 
health  care  costs  even  faster  than  the  current  growth. 

Mr.  Chairman,  in  this  vein,  the  National  Commission  on  Correctional  Health  Care  requests  the 
Members  of  this  subcommittee  to  provide  funding  for  initiatives  to  address  correctional  health 
care  concerns.  NCCHC  is  requesting  that  $3  million  in  funding  be  allocated  by  the  Centers  for 
Disease  Control,  working  in  collaboration  with  the  Department  of  Justice,  to  support  a  national 
study  focusing  on  the  health  care  needs  of  soon-to-be  released  inmates.  Such  a  study  should 
include  a  comprehensive  assessment  of  services  currently  available  in  jails,  prisons  and  juvenile 
facilities,  including  the  identification  of  problem  areas,  particularly  as  they  relate  to  health  care 
linkages  which  exist  between  correctional  institutions  and  community  health  resources. 

The  Commission  also  requests  the  allocation  of  $300,000  in  support  of  a  national  conference  to 
formulate  an  action  strategy  and  recommendations  for  improvement,  and  to  encourage  the 
involvement  of  more  health  care  officials;  particularly  minorities  Participants  in  the  conference 
would  be  representatives  of  the  36  professional  organizations  associated  with  NCCHC,  as  well 
as  schools  of  public  health,  minority  health  institutions  of  higher  learning,  Federal  agency 
officials,  and  other  organizations. 

In  closing,  Mr.  Chairman,  what  is  important  to  note  is  that  certain  characteristics  of  the  prison 
population,  coupled  with  the  uniqueness  of  the  correctional  setting,  suggest  that  inmates  face 
even  greater  risks  of  illness  and  disability  than  in  the  general  community.  Moreover,  many  of 
these  inmates,  who  are  exposed  to  and  contract  infectious  diseases,  will  eventually  return  to 
society,  potentially  exposing  others,  and  placing  additional  burdens  on  our  nation's  health  care 
system.  Moreover,  failure  to  address  these  issues  will  mean  that  many  of  our  nation's 
correctional  facilities  will  continue  to  be  ill-equipped  to  administratively  manage  the  medical 
needs  of  the  growing  inmate  population. 

Again,  thank  you  for  allowing  me  the  opportunity  to  present  this  testimony,  on  behalf  of  the 
National  Commission. 


STATEMENT  OF  THE  NATIONAL  CONSORTIUM  FOR  CHILD  AND 
ADOLESCENT  MENTAL  HEALTH  SERVICES 

Introduction 

The  National  Consortium  for  Child  and  Adolescent  Mental  Health  Services  appreciates  the 
opportunity  to  submit  testimony  on  mental  health  services  for  children  and  adolescents  and  the 
funds  needed  to  continue  the  Substance  Abuse  and  Mental  Health  Services  Administration 
(SAMHSA),  Center  for  Mental  Health  Services  (CMHS)  programs.  These  programs  have  a  solid 
record  of  support  for  children  and  adolescents  with  serious  emotional  disorders  and  their  families. 

The  National  Consortium  for  Child  and  Adolescent  Mental  Health  Services  (Consortium) 
was  formed  in  1971  to  inform  and  promote  understanding  about  the  emotional  disturbances  of 
children  under  18  and  the  special  services  they  require.  All  of  the  23  member  organizations  are 
national,  consumer,  professional  and  provider  organizations.  We  meet  quarterly  to  review  mental 
health  services  for  children  and  adolescents  and  to  act  on  issues  needing  unity  and  national 
information  and  education  strategies. 

Consortium  representatives  have  appeared  before  the  Subcommittee  many  times  to  direct 
attention  to  the  number  of  children  and  adolescents  with  serious  emotional  disorders.  The 
prevalence  rate  of  over  1 1  percent  has  not  diminished  with  seven  to  twelve  million  youngsters  in 
this  country  in  need  of  mental  health  care  at  any  one  time  —  and  there  are  no  predictions  that  this 
rate  will  subside  in  the  near  future.  There  are  approximately  7.5  million  American  children  with  a 
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diagnosable  mental  or  emotional  disturbance,  and  only  one-fifth  receive  the  necessary  services. 
Today,  almost  one  million  at-risk  children  in  the  United  States  are  spread  across  the  foster  care 
system,  special  education  and  juvenile  justice  facilities.  An  incredible  60%  of  the  half  million 
abused  and  neglected  children  in  our  nation's  child  welfare  system  have  emotional  disturbances. 

Coordinated  Systems  of  Care 

With  the  increasing  need  for  cost  containment,  the  development  of  programs  that  include  a 
range  of  clinicians,  inter-agency  coordination  and  a  variety  of  treatment  programs,  commonly 
called  a  "coordinated  system  of  care,"  is  a  top  priority.  Through  these  systems,  payors  can  ensure 
that  children  are  directed  to  the  most  cost-efficient  and  clinically  appropriate  provider.  A 
coordinated  system  of  care  enhances  the  opportunity  to  customize  a  child's  treatment,  which 
ultimately  realizes  a  cost-savings  and  improves  the  child's  outcome.  Without  this  system  of 
services,  children  and  adolescents  with  emotional  disturbances  and  their  families  would  have  to 
maneuver  through  a  fragmented,  confusing,  and  overlapping  aggregation  of  services  in  education, 
mental  health,  substances  abuse,  welfare,  youth  services,  and  juvenile  justice. 

The  Consortium  would  like  to  provide  you  with  information  about  innovative,  cost-saving 
mental  health  services  programs  now  administered  by  the  Center  for  Mental  Health  Services 
(CMHS)  within  the  Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA). 
These  programs  are  the  1)  Planning  and  System  Development  Program,  formerly  known  as  the 
Child  and  Adolescent  Service  System  Program,  the  major  planning  vehicle  for  the  development  of 
systems  of  care,  and  2)  the  Comprehensive  Community  Mental  Health  Services  for  Children  Act 
(known  as  the  Children's  Mental  Health  Services  Program).  We  understand  that  these  are  fiscally- 
strained  times,  and  that  this  subcommittee  will  be  making  hard  decisions  about  funding  in  the 
coming  months.  We  have  highlighted  those  programs  providing  necessary  planning  and  system 
development  services  that  have  realized  cost-savings,  and  improved  children's  mental  health 
outcomes. 

Planning  and  System  Development  Program  (PSDP)  (formerly  known  as  and  referred  to  as 
the  Child  and  Adolescent  Service  System  Program-CASSP) 

The  Planning  and  System  Development  Program,  which  is  primarily  a  planning  and  system 
development  mechanism,  is  acclaimed  for  having  established  interagency  collaboration  between 
the  Federal,  state  and  local  entities  servicing  children  and  adolescents  with  emotional  distur- 
bances. PSDP  programs  are  provided  cooperatively  across  child-serving  agencies  and  require 
evaluation  of  state  and  community  progress  towards  improving  "coordinated  systems  of  care." 

The  Planning  and  System  Development  Program  has  been  active  in  all  50  states,  the  Virgin 
Islands  and  the  District  of  Columbia.  It  co-funds  1)  two  Research  and  Training  Centers  with  the 
Department  of  Education's  National  Institute  of  Disability  and  Rehabilitation  Research  and  2)  a 
Technical  Assistance  Center  for  states  in  collaboration  with  Division  of  Maternal  and  Child  Health 
within  the  Health  Resources  and  Services  Administration  and  the  Administration  for  Children, 
Youth  and  Families.  PSDP  encompasses  three  programs  1 )  the  Infrastructure  Development 
Program,  2)  the  Statewide  Family  Network  Program,  and  3)  the  Child  Mental  Health  Research 
Demonstration  Program. 

The  Planning  and  System  Development  Program  is  credited  with  the  following  accom- 
plishments: 

♦  Every  state  and  the  District  of  Columbia  now  has  at  least  one  full-time  person  assigned  to 
child  mental  health.  The  states  have  continued  to  support  these  positions  even  when 
federal  funding  was  terminated.  Thirty-four  states  have  an  identifiable  unit;  five  have 
consolidated  agencies  serving  children;  and  the  remaining  twelve  have  a  full-time  person 
assigned  to  children's  programs  but  not  in  a  separate  unit  expressly  for  children. 

♦  The  proportion  of  states  with  separate  child  mental  health  budgets  has  gone  from  18%  in 
1982  to  70%  in  1993. 
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♦  Interagency  collaboration  is  another  area  in  which  substantial  progress  has  occurred. 
Twenty-seven  states  now  report  that  they  have  legislatively  mandated  interagency 
planning  councils;  twenty-three  report  legislatively-mandated  interagency  case-review 
processes. 

♦  Twenty-five  states  have  defined  in  law  their  system  of  care  for  youth.  Many  states  have 
mandated  specific  child  and  adolescent  mental  health  projects,  such  as  pooled  funding  at 
specific  demonstration  sites.  Other  states  report  mandates  for  specific  clinical  service  and 
broadened  Medicaid  options  for  children's  mental  health  services. 

♦  The  greatest  change  in  the  last  decade  has  been  achieved  in  the  area  of  family  involvement, 
where  a  true  paradigm  shift  has  occurred  with  respect  to  the  families.  The  field  agrees 
that  families  are  the  single  most  important  resource  for  the  child  and  must  always  be 
included  in  the  treatment  plan. 

♦  Twenty-two  states  now  mandate  parental  involvement  in  policy  making,  program  planning 
and  treatment  planning.  This  is  a  clear  outgrowth  of  the  early  emphasis  of  the  PSDP 
program  on  family  participation  at  all  levels,  beginning  with  participation  as  equal 
members  of  interagency  treatment  teams  developing  their  own  child's  individualized 
services  plan,  and  including  all  aspects  of  systems  assessment,  planning,  and  evaluation. 

♦  Every  state  reports  at  least  one  family-run  advocacy  group  focused  on  children's  mental 
health  issues  and  offering  support  to  family  members  of  children  with  emotional  distur- 
bances. 

♦  The  development  of  systems  of  care  that  are  culturally  competent,  able  to  respond  to 
variations  in  need,  and  other  relevant  factors  among  different  population  groups  within 
their  communities,  has  also  been  a  major  goal  of  PSDP.  While  much  remains  to  be  done 
in  this  area,  states  and  communities  have  begun  to  provide  training  on  cultural  compe- 
tence, to  recruit  minority  staff,  and  to  begin  the  process  of  building  systems  of  care  which 
are  culturally  competent. 

♦  As  a  result  of  the  strategic  planning  and  infrastructure  development  achieved  through 
PSDP,  the  Robert  Wood  Johnson  Foundation  was  willing  to  move  into  this  area  in  1989 
and  launched  a  five-year  demonstration  Mental  Health  Services  Program  for  Youth 
(MHSPY  Program);  and  similarly  the  Annie  E.  Casey  Foundation  launched  its  Urban 
Youth  Initiative,  based  on  the  work  of  PSDP  in  1992. 

♦  The  Comprehensive  Mental  Health  Services  Program  for  Children,  newly  authorized  by 
Congress  in  Fiscal  Year  1993,  is  based  on  the  conceptual  framework  developed  and 
implemented  through  PSDP. 

♦  PSDP  values,  principles,  and  approaches  to  designing  interagency  systems  of  care  are 
reflected  in  virtually  all  of  the  state  Child  Mental  Health  Plans  developed  as  part  of  the 
State  Plan  for  Comprehensive  Community  Mental  Health  Services  for  Certain  Individuals 
required  under  the  Block  Grants  for  Community  Mental  Health  Services. 

♦  Systems  of  care  planned  and  developed  through  PSDP  and  the  Robert  Wood  Johnson 
Foundation  MHSPY  Program  have  demonstrated  reduced  use  of  inpatient  services, 
reduced  placement  in  out-of-state  facilities,  improved  functioning,  improved  school 
attendance,  reduced  violations  of  the  law  and  increased  parent  satisfaction. 

PSDP  has  created  an  administrative  focal  point  for  children's  mental  health  programs 
across  the  nation.  With  each  modest  grant,  children  and  adolescents  with  a  serious  emotional 
disturbance  are  linked  with  available  services  in  health  care,  mental  health,  education,  special 
education,  housing,  juvenile  justice,  and  other  eligibility-support  programs,  such  as  nutrition.  This 
network  of  information  and  exchange  has  generated  significant  new  resources  for  services  and 


223 


improved  the  integration  of  a  broad  range  of  services  to  children  and  adolescents  who  have,  or  are 
at  risk  of,  severe  mental  or  emotional  disturbances.  The  structure  and  systems  established  at  the 
state  level  must  be  promoted  at  the  local  community  level.  Movement  from  state  to  community 
level  service  systems  is  the  natural  sequence  for  this  effective  and  efficient  program.  Successes  at 
the  state-level  provide  the  framework  for  the  development  of  community-level  programs.  The 
goal  of  PSDP  has  consistently  been  to  direct  the  service  delivery  in  states  and  communities 
toward  a  philosophy  of  multi-agency  use  and  inter-agency  coordination.  PSDP  is  the  strongest 
link  we  have  to  protect  youth  with  emotional  disturbances  within  a  community-based  service 
system. 

The  mandatory  evaluations  of  state  and  community  progress  have  received  praise  and 
national  recognition.  Data  from  these  evaluations  have  shown  great  successes  in  improving 
outcomes  not  only  for  the  children,  adolescents,  and  their  families,  but  also  for  the  states  and  the 
various  agencies.  Across  the  board,  outcomes  such  as  reduced  out-of-home  placements;  reduced 
length  of  stay  for  inpatient  services  and  residential  treatment  centers;  improved  school  attendance; 
and  improved  performance  and  placement  status,  have  been  reported.  This  is  only  some  of  the 
data  which  justify  the  cost-effectiveness  and  patient  outcome  improvements  of  the  PSDP 
program. 

This  program  has  proven  it  is  socially  and  fiscally  responsible.  Consortium  members  urge 
funding  increments  to  sustain  this  program  and  its  initiatives.  These  programs  provide  informa- 
tion critical  to  determine  the  efficacy  of  these  innovative  approaches  to  organizing,  delivering  and 
financing  systems  of  care.  Increased  and  continued  funding  of  these  programs  is  imperative  to 
ensure  that  treatment  outcomes  are  positively  influenced. 

The  National  Consortium  for  Child  and  Adolescent  Mental  Health  Services  recommends 
funding  levels  to  sustain  the  Planning  and  System  Development  Program  (PSDP). 

Comprehensive  Community  Mental  Health  Services  for  Children  Act  (Children's  Mental 
Health  Services.  P.L.  102-321) 

Modeled  after  PSDP's  successful  demonstration  of  coordinated  systems  of  care,  this 
program  authorizes  grants  to  states  and  communities  to  implement  interagency  systems  of  care  for 
children  and  adolescents  with  mental,  emotional  or  behavioral  disorders.  The  children's  mental 
health  services  program  builds  on  the  system  improvements  generated  by  the  PSDP.  This  law 
competitively  gives  states,  for  the  first  time,  the  funds  needed  to  deliver  a  wide  range  of  services. 

Major  studies,  including  one  by  the  Office  of  Technology  Assessment,  found  that  children 
in  need  of  mental  health  care  do  not  receive  it  and  those  who  are  receiving  care  are  often 
receiving  inappropriate  or  inadequate  care,  and  there  is  a  lack  of  coordination  across  systems  to 
meet  the  needs  of  these  children.  This  comprehensive  children's  services  program  meets  a 
national  need  to  translate  what  we  know  about  children's  mental/emotional  disturbances  into 
practice.  Systems  of  care  approaches  to  providing  comprehensive  and  flexible  mental  health 
services  are  now  yielding  cost  analyses  which  show  significant  savings. 

The  SAMHSA  child  mental  health  services  program  was  first  authorized  by  Congress  in 
1992.  First  year  start-up  costs  of  $4.9  million  were  appropriated  in  FY  1993,  and  in  1994,  the 
program  was  launched  on  a  national  basis  with  funding  of  $35  million.  The  initial  request  for 
applications  for  this  program  drew  over  40  responses-far  exceeding  the  capacity  to  fund.  Four 
projects  were  funded  for  the  original  FY  1993  appropriation,  and  another  seven  have  been  funded 
from  the  FY  1994  appropriation.  In  FY  1995  the  program  received  an  appropriation  of  $60 
million  which  will  help  fund  old  and  new  applications,  for  a  total  of  twenty-two  sites. 

The  National  Consortium  for  Child  and  Adolescent  Mental  Health  Services  recommends 
funding  levels  that  sustain  the  Comprehensive  Community  Mental  Health  Services  for  Children 
Act  (Children's  Mental  Health  Services)  P.L.  103-321.  We  urge  funding  the  Child  Mental  Health 
Services  Act  at  $61.6  million  and  the  Community  Support  Program,  which  includes  the  Planning 
and  System  Development  Program,  at  $24.9  million. 
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STATEMENT  OF  DONALD  W.  DEW,  PROFESSOR  OF  COUNSELING 
GEORGE  WASHINGTON  UNIVERSITY,  ON  BEHALF  OF  THE  NA- 
TIONAL COUNCIL  ON  REHABILITATION  EDUCATION 

The  National  Council  on  Rehabilitation  Education  (NCRE)  is  an 
organization  composed  of  educators,  researchers,  human  resource 
development  specialist,  and  doctoral  students  who  are  dedicated  to 
quality  education  and  training  for  a  variety  of  rehabilitation 
personnel.  The  fundamental  purpose  of  their  work  is  to  prepare 
vocational  rehabilitation  professionals  who  are  proficient  in 
assisting  individuals  with  disabilities  obtain  meaningful  jobs  that 
are  consistent  with  their  interests  and  abilities. 

It  is  my  pleasure  to  have  this  opportunity  to  testify  before 
this  subcommittee  to  express  the  views  of  NCRE  members  and  to 
request  that  $50  million  be  appropriated  in  FY  96  in  order  to  meet 
the  critical  need  for  knowledgeable,  competent  and  qualified 
rehabilitation  personnel. 

From  its  beginning  in  1918,  the  vocational  rehabilitation 
program  in  the  U.S.  has  been  a  model  example  of  American's 
investment  in  itself.  The  wisdom  of  this  investment  is  verified 
by  the  fact  that  the  program  has  not  only  survived  but  has 
experienced  continued  growth  for  77  years.  From  its  initial 
exclusive  focus  on  veterans,  to  its  current  priority  on  serving 
persons  who  have  the  most  severe  disabilities,  the  vocational 
rehabilitation  program  has  proven  itself  to  be  a  cost-effective 
system  that  prepares  people  with  disabilities  for  work  and 
independence  in  the  mainstream  of  society.  During  the  majority  of 
this  history,  Congress  has  shrewdly  augmented  this  investment  by 
actively  supporting  the  training  and  education  of  personnel  to 
provide  quality  vocational  rehabilitation  services.  Members  of 
Congress  have  concluded  that  vocational  rehabilitation  services  can 
be  delivered  to  the  43  million  Americans  with  disabilities  in  the 
most  effective  and  efficient  way  by  ensuring  that  the  deliverers 
of  those  services  are  qualified  professionals. 

Approximately  sixty-nine  percent  of  Americans  with 
disabilities  between  the  ages  of  16  and  64  do  not  work  at  all. 
Most  of  them  are  able  to  work.  More  importantly,  like  the  vast 
majority  of  Americans,  most  the  them  want  to  work.  According  to 
the  recent  Lou  Harris  poll,  8.2  million  people  with  disabilities 
looking  for  work  at  the  time  would  immediately  trade  all  of  their 
disability  benefits  for  a  full  time  job.  Mr.  Chairman,  NCRE 
believes  that  these  individuals  deserve  the  opportunity  to  make 
that  kind  of  trade  off.  congress*  passing  of  the  ADA  was  a  clear 
sign  that  it  endorses  such  a  trade.  It  is  not  only  the  right  thing 
to  do  for  fellow-Americans,  it  is  a  giant  step  toward  reversing 
policies  that  have  resulted  in  our  spending  over  $60  billion  a  year 
on  "dependency  programs"  for  individuals  with  disabilities,  many 
of  who  are  highly  motivated  to  become  working  tax  payers. 

Persons  with  disabilities  have  another  important  right. 
Access  to  professional,  qualified  rehabilitation  counselors  is  a 
consumer  right  established  under  the  Rehabilitation  Act.  Ensuring 
an  adequate  supply  of  qualified  rehabilitation  counselors  through 
sufficient  appropriations  for  rehabilitation  counselor  education 
is  a  critical  consumer  advocacy  issue.  Graduates  of  rehabilitation 
training  programs  actively  seek  out  people  with  disabilities  who 
want  to  enter  the  job  market.  They  evaluate,  counsel,  and 
cooperatively  plan  rehabilitation  services  with  their  clients  with 
disabilities  who  want  to  be  employed  and  live  more  independently. 
Rehabilitation  professionals  are  trained  to  make  job  placement  be 
the  primary  goal  of  the  vocational  rehabilitation  process.  One  of 
the  reasons  the  ADA  has  gotten  off  to  such  a  fast  start  is  the  fact 
that  rehabilitation  professionals  are  specifically  prepared  work 
with  employers  to  reduce  private  sector  employment  barriers  faced 
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by  job  applicants  who  have  disabilities.  The  success  that  well- 
trained  rehabilitation  professionals  have  experienced  in  placing 
persons  with  severe  disabilities  on  competitive  jobs  has  attracted 
the  attention  of  professionals  who  work  with  other  clients  (i.e. 
older  workers,  public  offenders,  recovering  substance  abusers)  who 
are  at  a  disadvantage  in  the  current  labor  market.  The  investment 
in  training  qualified  rehabilitation  professionals  is  extending 
beyond  rehabilitation  into  other  areas  of  human  services. 

Research  (Szymanski  and  Danek,  1992)  funded  by  the  National 
Institute  on  Disability  and  Rehabilitation  Research  (NIDRR) 
substantiated  what  rehabilitation  educators  knew  intuitively — that 
better-trained,  master's  level,  rehabilitation  counselors  have 
higher,  more  cost-efficient  job  placement  for  clients  with 
disabilities  than  do  workers  without  quality  training.  The  1984 
Report  to  Congress  by  the  Rehabilitation  Services  Administration 
showed  that  every  $1  spent  on  rehabilitation  services  to  return  an 
individual  with  a  disability  to  work  generated  $18  in  work  tax 
payments  to  the  government.  One  can  hardly  help  but  be  impressed 
by  an  investment  that  kind  of  rate  to  return.  In  short,  the 
trained  rehabilitation  professional  provides  better  services  for 
the  individual  with  a  disability  at  a  lower  cost  to  the  American 
taxpayer  who  supports  those  services. 

Congressional  understanding  of  the  importance  of  using  trained 
rehabilitation  professionals  was  re-emphasized  in  the  1992 
Reauthorization  of  the  Rehabilitation  Act  when  it  stipulated  that 
states  must  usewqualif ied"  rehabilitation  personnel  to  provide 
vocational  rehabilitation  services.  This  important  change  affects 
rehabilitation  training  programs  as  well  as  the  clients  who  are 
served  by  products  of  those  programs.  Federal  funds  have  augmented 
state  and  local  resources  to  support  pre-service,  in-service  and 
continuing  education  for  rehabilitation  personnel  in  an  array  of 
professional  specializations  that  include  but  are  not  limited  to: 
gradate-level  rehabilitation  counseling,  job  placement,  vocational 
evaluation  and  work  adjustment,  independent  living  training,  and 
undergraduate  rehabilitation  services.  Ultimately,  graduates  of 
these  training  programs  impact  a  wide  range  of  individuals  who  have 
severe  disabling  conditions  such  as  deafness,  blindness,  mental 
retardation,  chronic  mental  illness,  paralysis,  traumatic  brain 
injury,  and  many  others. 

A  major  concern  is  the  fact  that  the  annual  average  turnover 
of  rehabilitation  professionals  in  state  Vocational  Rehabilitation 
agencies  is  16%.  This  is  further  complicated  by  the  expectation 
that  retirement  rates  among  public  VR  counselors  over  the  next  five 
years  are  expected  to  exceed  50%  in  some  cases.  New  personnel  will 
be  needed  in  increasing  numbers  to  replace  many  of  the  retiring 
counselors  who  entered  the  VR  workforce  at  the  time  that  training 
support  was  initiated  in  the  1950* s. 

An  additional  challenge  in  the  training  of  qualified 
rehabilitation  personnel  is  the  emphasis  that  RSA  and 
rehabilitation  education  programs  are  placing  on  attracting 
students  from  traditionally  under-represented  populations.  African 
American,  Hispanic  American,  Native  American  and  students  with 
disabilities  are  all  being  targeted  for  recruitment  into  the 
rehabilitation  professions.  Vocational  rehabilitation  agencies  are 
serving  increasingly  diverse  populations,  and  it  is  critical  that 
professional  counselors  reflect  that  diversity.  Stipend  and 
tuition  support  serve  as  extraordinarily  effective  tools  to  enhance 
recruitment  of  members  of  these  upper-represented  groups. 

In  summary  Mr.  Chairman  and  members  of  the  Subcommittee,  the 
National  Council  on  Rehabilitation  Education  appreciates  this 
opportunity  to  respectfully  testify  that  $50  million  will  be  needed 
in  FY  199€  rehabilitation  training  to  fulfill  the  ADA  promises  we 
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made  to  those  Americans  with  disabilities  who  want  to  be  among  the 
employed  of  this  country.  We  are  well  aware  of  the  pressure  that 
Congress  is  under  to  reduce  government  costs.  Still  we  are 
recommending  an  increase  in  the  allocation  for  rehabilitation 
training.  We  do  this  with  confidence  because  we  are  convinced  that 
an  investment  in  increasing  the  number  of  qualified  vocational 
rehabilitation  professionals  is  our  shortest  cut  to  providing  the 
very  highest  quality  services  in  the  very  most  fiscally  responsible 
way  possible.  Rehabilitation  training  is  an  investment  that 
Americans  can  afford  to  make. 

Thank  you  very  much  for  this  opportunity  to  share  our  concerns 
and  recommendations. 

Reference 
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STATEMENT  OF  MARY  CHATEL,  PRESIDENT,  NATIONAL  COUNCIL 
SOCIAL  SECURITY  MANAGEMENT  ASSOCIATIONS,  INC. 

The  National  Council  of  Social  Security  Management 
Associations  (SSMA)  recommends  an  FY  1996  administrative  budget  for 
SSA  at  least  at  the  total  request  level  of  $6,188,  which  includes 
$534  million  for  disability  caseload  processing  and  $357  million  to 
invest  in  a  state-of-the-art  computer  network. 

SSA  serves  over  42  million  recipients  of  Social  Security 
benefits,  over  6  million  SSI  beneficiaries,  and  135  million 
taxpayers  and  employers  who  contribute  payroll  taxes.  SSA  service 
delivery  problems,  especially  in  the  disability  program,  are  due  in 
large  measure  to  continually  increasing  workload^  combined  with 
resource  shortfalls  in  the  field.  Solutions  to  serve  the  needs  and 
protect  the  rights  of  the  American  public  require  sufficient 
funding. 

Congress  and  the  Administration  enacted  legislation  last  year 
making  SSA  an  independent  agency  in  the  hope  of  rebuilding  public 
confidence  in  the  system,  but  public  confidence  in  Social  Security 
will  not  be  restored  until  taxpaying  Americans  obtain  from  us  the 
access  and  service  they  paid  for,  expect  and  deserve. 

About  4,000  managers  and  supervisors  are  responsible  for  the 
operations  of  1300  field  offices  and  37  teleservice  centers  where 
the  public  is  served  each  day.  We  work  closely  with  individuals, 
translating  complicated  Social  Security  laws  into  purposeful 
personal  service  to  each  of  them.  In  response  to  rising  workloads, 
inadequate  staffing  levels  and,  in  many  offices,  obsolete 
technology,  we  creatively  "make-do"  in  an  effort  to  maintain 
services  within  the  limited  authority  granted  to  us.  We  train 
community  volunteers  on  the  application  process  to  assist  claimants 
preparing  and  documenting  claims  applications.  We  develop 
relationships  with  hospitals,  public  school  resource  teachers, 
county  health  departments,  local  public  aid  offices  and  foster  care 
programs  and  other  community-based  resources.  We  can  identify  and 
make  use  of  these  resources  because  we  are  in  the  same  communities 
where  they  are  located  and  where  those  we  serve  live  and  work. 

While  we  continue  our  efforts  to  do  more  with  less,  without  an 
increase  in  our  administrative  budget  SSA  simply  cannot  eliminate 
unconscionable  disability  backlogs  and  improve  other  workloads  we 
have  neglected  while  we  struggle  with  the  disability  crisis. 
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Fiscal  year  1995 's  total  operational  budget  of  $5.54  billion, 
including  funds  targeted  for  the  disability  crisis  and  for  the  next 
stage  in  obtaining  desperately  needed  computer  technology  for  field 
offices,  is  an  outlay  of  only  about  one  cent  of  every  dollar  of 
benefits  SSA  will  pay  this  year.  That  is  remarkably  low,  especially 
compared  to  operational  expenses  of  companies  in  the  private 
sector.  If  SSA  is  not  allowed  to  increase  its  administrative 
budget,  we  will  grow  increasingly  unable  to  meet  our 
responsibilities . 

Making  Full  Service  a  Reality 

The  American  public  depends  on  Social  Security  to  live  up  to 
its  promises.  In  field  offices,  where  SSA  directly  serves  the 
public,  we  need: 

*  employees  who  are  properly  trained  on  and  equipped  with 
state  of  the  art  computer  technology 

*  redesigned  processes  and  increased  authority  to  minimize  the 
slow-downs  caused  by  handing  off  work  to  other  locations 

*  sufficient  staff  to  both  answer  our  telephones  and  handle 
walk  in  clients,  and  to  fulfill  congressional  mandates 
such  as  regular  review  of  the  disability  rolls  and  better 
monitoring  of  benefits  to  drug  addicted  and  alcoholic 
beneficiaries. 

Social  Security  field  office  managers  and  supervisors  take 
seriously  our  responsibilities  to  the  public  and  our  stewardship  of 
the  trust  funds,  and  we  are  embarrassed  and  frustrated  that  trust 
fund  dollars  are  misspent  because  of  inadequate  operational 
funding.  Following  are  some  of  the  service  delivery  problems 
plaguing  SSA. 

Disability 

While  we  delay  administratively  correcting  our  disability 
program,  the  costs  continue  to  go  up.  We  have  promised  the 
American  taxpayer  that  Social  Security  disability  payments  would  be 
there  for  them  if  they  become  so  disabled  that  they  cannot  work. 
Are  we  keeping  that  promise  if  a  disabled  person  must  wait  a  year 
or  longer,  as  many  currently  do,  to  receive  their  benefit?  Fiscal 
Year  1994  ended  with  730,000  disability  cases  pending.  The  number 
of  initial  disability  claims  coming  into  field  offices  has  risen 
dramatically:  1.7  million  disability  claims  were  filed  in  1989;  3 
million  are  expected  this  year,  and  the  number  will  continue  to 
increase  in  FY  96.  It  takes  an  average  of  100  days  to  process  a 
case  from  taking  the  claim  to  the  initial  decision  and  an 
astounding  average  of  320  days  to  process  a  case  which  goes  through 
the  appeal  process. 

Much  of  the  disability  backlog  is  at  the  Office  of  Hearings 
and  Appeals:  in  1990  OHA  received  311,000  hearing  requests;  this 
year  that  figure  will  rise  to  about  550,000.  486,000  cases  are  now 
pending  hearings  as  waiting  times  grow  even  longer.  Some  of  this 
delay  would  be  alleviated  if  decisionmakers  had  adequate  computer 
technology  rather  than  handing  off  decision  writing  to  other 
locations  under  the  archaic  process  currently  used. 

Moreover,  if  SSA  had  more  staff  to  expand  our  role  at  the 
initial  claims  taking  level  in  the  field,  we  could  not  only  reduce 
waiting  times  for  decisions,  but  also  reduce  the  numbers  of  claims 
which  have  to  go  through  the  lengthy  appeals  process. 

Continuing  Disability  Reviews  (CDRs) 

While  SSA  struggles  to  try  to  more  quickly  determine  the 
eligibility  of  and  pay  benefits  to  new  claimants,  we  are  unable  to 
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maintain  the  integrity  of  the  disability  rolls  because  we  do  not 
have  funds  to  conduct  CDRs  as  mandated  by  Congress.  GAO  calculated 
that  for  every  dollar  SSA  would  spend  conducting  CDRs,  four  dollars 
of  misspending  would  be  prevented.  For  FY  1996  SSA  asks  for  $215 
million  within  its  LAE  reguest  to  conduct  these  reviews.  Yet  no 
additional  staff  has  been  given  to  field  offices  to  do  the  work. 
There  is  now  a  backlog  of  about  one  million  cases  which  should  be 
reviewed,  and  we  would  have  to  conduct  300,000  new  CDRs  annually  to 
keep  the  backlog  from  growing.  At  best  SSA  is  currently  able  to 
conduct  a  third  of  the  required  reviews  annually.  In  addition  to 
significant  dollar  cost  to  the  trust  funds  each  year,  lack  of  case 
review  feeds  taxpayer  distrust  and  cynicism  about  disability  fraud. 

Intelligent  Work  Station/Local  Area  Network  Automation  (IWS/LAN) 

Rapid  and  continuing  advances  in  technology  will  allow 
virtually  any  action  to  be  processed  anywhere  in  SSA.  SSMA 
believes  that  advances  in  technology  should  make  the  field  office 
the  focal  point  for  the  most  efficient  SSA  operations.  Nearly 
every  workload  could  be  processed  by  direct  and  complete  local 
service  to  the  customer  right  in  the  field  office. 

The  Intelligent  Work  Station/Local  Area  Network  computer 
project  planned  for  field  offices  is  the  key  to  our  ever  becoming 
able  to  deal  effectively  with  our  disability  backlogs  and  all  of 
our  service  delivery  workloads.  Over  90  percent  of  our  offices  are 
still  run  with  "dumb"  computer  terminals  long  abandoned  by  other 
agencies.  They  allow  us  only  to  access  benefit  and  SSI  records  and 
make  changes  in  them.  We  cannot  access  the  State  Disability  data 
to  speed  processing  disability  claims.  In  those  fewer  than  10 
percent  of  offices  where  IWS/LAN  is  up  and  running,  every  process 
in  quicker.  By  the  end  of  FY  95,  funds  appropriated  for  IWS/LAN 
will  permit  installation  in  many  more  offices,  but  it  is  critical 
that  funding  continue  in  FY  96  if  we  are  ever  to  upgrade  all 
offices.  In  fact,  the  old  computers  are  near  the  end  of  their 
systems  life.  We  risk  collapse  of  even  these  inadequate  systems  in 
many  offices  if  we  do  not  move  ahead  swiftly  with  IWS/LAN. 

IWS/LAN  means  that  each  employee  has  at  his  or  her  command 
computer  access  and  tools  needed  to  process  a  claim  to  completion, 
to  interact  with  other  agencies  and  offices,  to  access  on-line 
SSA's  program  operation  manual,  and  to  compose  a  personalized 
letter  to  a  beneficiary,  a  claimant,  or  a  caller.  Without  IWS/LAN, 
we  will  not  be  able  to  run  the  Modernized  Disability  System  (MDS) 
now  being  developed  —  new  technology  which  can  speed  the 
disability  process  by  linking  field  offices  to  state  disability 
offices  and  automating  disability  paperwork. 

Telephone  Service 

The  number  of  telephone  calls  made  to  SSA  each  day  by  the 
public  increases  each  day.  Over  100  million  calls  were  made  to  the 
800  f  last  year.  Although  the  800 f  was  conceived  as  a  service  which 
would  relieve  workloads  in  field  offices  —  and  staff  was  therefore 
deployed  from  local  offices  to  800#  facilities  —  many  800# 
inquiries  still  require  an  administrative  message  to  be  sent  to  the 
local  field  office  to  recontact  the  caller  in  order  to  resolve  the 
issue.  Not  even  counted  in  the  100  million  calls  are  those  made 
directly  to  local  field  offices  across  the  U.S.  each  day.  These  are 
not  captured  in  any  statistics  gathered  by  the  agency. 

SSA  desperately  needs  to  modify  and  improve  its  800#  service, 
and  sufficient  resources  have  not  been  allocated  to  it  to  keep  pace 
with  rising  demand.  At  the  same  time,  without  additional  staff  and 
technology  in  field  offices,  telephone  service  there  continues  to 
decline  despite  congressional  mandate  that  telephone  access  to 
local  offices  be  restored. 
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Drug  Addicted  and  Alcoholic  Beneficiaries  (DA&A) 

Legislation  enacted  last  year  requires  SSA  to  more  closely 
monitor  DA&A  beneficiaries  in  the  SSI  program  and  give  them  time- 
limited  benefits  dependent  on  participation  in  recovery  programs. 
The  law  prescribes  categories  of  appropriate  representative  payees, 
individuals  agreeing  to  receive  checks  for  DA&A  benefit  recipients. 
The  workload  attendant  to  identifying  and  recruiting  these 
representative  payees,  monitoring  these  beneficiaries  and 
administering  the  payments  is  staggering,  particularly  in  inner 
city  offices  with  the  largest  numbers  of  DA&A  cases.  While 
implementation  of  these  changes  is  to  begin  this  year,  no 
additional  funds  were  added  by  Congress  to  our  FY  95  budget  to 
cover  the  administrative  costs.  As  with  CDRs,  SSA  simply  does  not 
have  sufficient  field  resources  to  handle  this  mandate. 

Staffing  and  Training 

Ever-growing  beneficiary  pools  and  workloads  require  that 
SSA's  overall  staffing  level  must  be  maintained  or  increased  in  FY 
96  and  years  to  come.  Recent  staffing  figures  show  that  only  half 
of  SSA's  employees  are  engaged  in  providing  direct  contact  service 
to  the  public.  During  the  1980 's,  SSA  underwent  dramatic 
"downsizing"  which  disproportionately  affected  the  field,  where  our 
offices  lost  up  to  40  percent  of  -staff.  Buy-outs  have  this  year 
reduced  FTEs  at  SSA  by  about  1200.  Again,  the  field  was 
particularly  hard  hit,  losing  over  700  managers  and  supervisors  in 
a  very  short  period.  FTE  reductions  are  slated  to  continue  over 
the  next  four  years. 

Growing  workloads  and  staff  reductions  are  compounded  in  their 
negative  impact  on  services  by  the  lack  of  training  funds.  Social 
Security  programs  have  become  increasingly  complex  over  the  years, 
yet  training  for  employees  has  been  reduced.  Across-the-board 
government-wide  cuts  in  travel  funds  translated  into  cuts  in 
training  at  SSA,  because  employees  could  not  travel  to  centralized 
training  sites. 

Technical  training  for  entry  into  new  jobs  has  been  severely 
shortened  and  often  delayed.  Most  regions  have  no  training  for  new 
managers,  who  are  therefore  ill  prepared  to  take  on  the 
responsibilities  of  the  many  field  managers  who  are  retiring  and 
accepting  buy-outs.  As  SSA  moves  toward  more  automated  processes 
and  re-structuring,  the  need  for  computer  training  and  new  multi- 
skill  training  will  demand  more  of  our  training  dollars.  We  need 
team  training,  training  for  the  reengineered  disability  process 
which  is  to  begin  implementation  this  year,  training  in 
administering  the  DA&A  changes,  training  on  the  software  related  to 
the  automated  benefits  estimates  statements  about  which  the  public 
is  bringing  many  questions  into  field  offices. 

Improved  automation,  proper  training,  and  the  handling  of  all 
operations  at  the  local  level  would  mean  that  SSA  could  eliminate 
overhead  functions  and  reallocate  staff  to  the  field  where  Social 
Security  can  give  the  public  a  full  range  of  services  they  have 
paid  for  and  rightfully  expect  —  respectful  face  to  face  service 
for  those  who  want  or  need  it,  accurate  and  complete  information 
and  help  for  those  who  contact  us  by  telephone  and  mail. 

Recommendations 

In  order  to  ensure  full  service  and  access  to  Social  Security 
benefits  for  all  entitled  and  to  minimize  misspending  and  protect 
the  trust  funds,  we  strongly  urge: 

1.     An  FY  1996  LAE  appropriations  level  of  at  least  $6,188 
billion,   including  full  funding  of  the  agency's  requests 
for  disability  caseload  processing  and  IWS/LAN  computer 
modernization. 
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2.  Exemption  for  SSA  from  governmentwide  staffing  reductions. 
SSA  has  already  undergone  a  drastic  "downsizing"  during 
the  1980 's  resulting  in  staffing  losses  as  great  as  40 
percent  in  field  offices.     While  a  portion  of  LAE  funding 
is  earmarked  in  FY  96  for  conducting  Continuing  Disability 
Reviews,  SSA  must  place  additional  staff  in  the  field  to 
effectively  utilize  these  funds  to  conduct  the  reviews 
and  thus  ensure  the  integrity  of  the  disability  rolls. 

3.  Removal  of  Social  Security  administrative  expenses  from 
the  unified  budget,  so  that  necessary  expenditures  from 
our  dedicated  trust  funds  are  not  subject  to  the  domestic 
spending  caps  governing  the  outlays  from  general  revenues. 


STATEMENT  OF  CHARLES  E.  YOUNG,  DIRECTOR,  OREGON  COMMISSION 
FOR  THE  BLIND,  ON  BEHALF  OF  THE  NATIONAL  COUNCIL  OF 
STATE  AGENCIES  FOR  THE  BLIND,  INC. 

"What  do  you  do  for  a  living?"  is  a  common  question  upon  introduction.  Can  you 
imagine  not  having  a  reply?  Employment  is  how  we  as  adults  define  ourselves.  Our 
occupations  determine  with  whom  we  associate  and  where  and  how  we  live.  Our  jobs  are  our 
major  source  of  identity,  self-worth  and  association.  Yet,  a  recent  Harris  Poll  indicated  that  two 
out  of  every  three  American  adults  with  disabilities  are  unemployed;  this  same  Harris  Poll 
concluded  that  to  have  a  disability  and  be  unable  to  obtain  employment  is  the  true  meaning  of 
being  "handicapped"  in  our  society.  Worse  yet  is  the  needless  institutionalization  of  our  citizens 
because  of  a  lack  of  Independent  Living  training. 

Clearly,  we  have  yet  to  extend  the  American  dream  of  inclusion  and  full  participation  in 
society  to  many  citizens  with  disabilities.  Without  hope  of  employment  or  the  training  to  live 
independently,  disabled  Americans  are  denied  the  opportunity  to  contribute  to  and  fully 
experience  our  nation's  greatness. 

The  U.S.  annually  spends  in  excess  of  $200  billion  on  maintaining  citizens  with 
disabilities  ,  while  allocating  less  than  $2.5  billion  to  rehabilitation  for  employment.  Our 
priorities  are  wrong.  Clearly,  by  allocating  more  funds  to  VR  programs,  we  can  save  hundreds 
of  millions  on  maintenance.  Simply  put,  Vocational  Rehabilitation  can  be  seen  as  a  $2  billion 
response  to  a  $200  billion  problem. 

Together,  state  and  federal  governments  working  in  partnership  with  consumers  of 
rehabilitation  services  can  create  the  climate  in  which  Americans  with  severe  disabilities  can 
accept  the  challenge  of  becoming  participating,  contributing  members  of  society.  The 
opportunity  for  this  new  direction  begins  with  the  critical  Title  I  employment  provisions  and 
extends  through  the  Title  VII  Independent  Living  provisions  of  the  Rehabilitation  Act. 

The  example  of  this  kind  of  empowerment  with  which  I'm  personally  most  familiar  is 
this  country's  rehabilitative  effort  for  older  Americans  who  become  severely  visually  impaired, 
a  cause  championed  by  Senator  Hatfield.  Severe  visual  impairment  is  the  third  most  common 
disabling  condition,  preceded  only  by  arthritis  and  heart  ailments,  for  aging  Americans,  they 
comprise  the  largest  and  fastest  growing  group  of  newly  blinded  Americans.  Nationally,  older 
citizens  who  become  blind  are  15  times  more  likely  to  be  institutionalized  then  are  their  sighted 
peers.  This  is  a  prime  illustration  of  how,  we  "maintain"  those  citizens  rather  than  rehabilitating 
them.  A  one-time  rehabilitation  cost  of  $340  per  older  citizen  in  Oregon  stands  in  stark  contrast 
to  the  annual  cost  of  $30,000  for  nursing  home  care.  But  presently  states  are  only  able  to  obtain 
federal  grants  to  offer  training  in  critical  life  activities  to  a  small  portion  of  older  blind 
Americans.  Survival  training  in  braille  literacy,  cooking  and  mobility  training  are  the  survival 
skills  required  for  older  blind  Americans  to  remain  self-reliant  in  their  homes  and  avoid  needless 
dependency  or  costly  institutionalization.  In  difficult  financial  times,  our  nation  can  ill  afford 
not  to  formula  fund  grants  for  older  blind  rehabilitation  to  each  state  and  territory. 
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It  is  said  that  what  good  government  does  best  is  invest  in  the  productive  independence 
of  its  citizenry.  The  Rehabilitation  Act  places  unprecedented  faith  in  the  abilities  of  disabled 
Americans  by  investing  in  their  career  choices  while  also  extending  independent  living  services 
to  older  blind  citizens.  Both  elements  of  the  Act  will  enable  Americans  with  disabilities  to 
become  productive,  independent  citizens  and  contributors  to  their  communities.  In  essence,  this 
is  the  best  of  what  America  has  to  offer. 

On  behalf  of  your  partners  in  Rehabilitation,  we  of  the  Council  of  State  Agencies  for  the 
Blind  applaud  Senator  Hatfield  and  the  other  Committee  members  for  your  efforts  to  date,  and 
request  you  to  provide  a  federal  appropriation  of  no  less  than  $2.5  billion  for  FY  1996  for  VR 
programs,  including  no  less  than  $15  million  to  formula  fund  Older  Blind  training  in  every  state. 
Together,  we  can  change  what  it  means  to  be  an  American  with  a  disability  and  enable  this 
population  to  respond  with  dignity  to  the  central  question:  "What  do  you  do  for  a  living?"  We 
can  make  Vocational  Rehabilitation  a  $2.5  billion  response  to  that  $200  billion  problem! 


STATEMENT  OF  SUSAN  DIME-MEENAN,  EXECUTIVE  DIRECTOR, 
NATIONAL  DEPRESSIVE  AND  MANIC-DEPRESSIVE  ASSOCIATION 

Founded  in  1986  by  and  for  patients  and  their  families,  the  National  Depressive  and  Manic- 
Depressive  Association 's  mission  is  to  educate  patients,  families,  professionals,  and  the  public 
concerning  the  nature  of  depressive  and  manic-depressive  illness  as  medical  diseases;  to  eliminate 
discrimination  and  stigma;  to  improve  access  to  care;  and  to  advocate  for  research  toward  the 
elimination  of  these  illness.  National  DMDA  is  the  world's  only  illness-specific,  patient-run 
organization,  representing  over  65, 000  people. 

We  recognize  that  reducing  federal  spending  is  one  of  the  highest  priorities  for  this  Congress. 
However,  in  formulating  its  spending  policies  Congress  must  recognize  the  importance  of  investing  in 
medical  research  and  mental  health  services,  for  both  the  benefit  of  individuals  and  for  the  societal 
and  economic  health  of  this  country.  Just  as  we  must  not  leave  the  next  generation  with  a 
burdensome  deficit,  we  must  not  leave  them  without  treatments  for  mental  disorders. 

Background:  Depressive  disorders  are  among  the  most  destructive,  prevalent,  and  costly  of 
medical  conditions.  Depression  and  manic-depression  (also  known  as  bipolar  disorder)  are  medical 
illnesses  in  which  genetic,  biochemical,  and  environmental  factors  can  each  play  a  role.  Major 
depression  is  typically  characterized  by  multiple  symptoms,  including  periods  (lasting  two  weeks  or 
more)  of  sadness,  depressed  or  irritable  mood,  markedly  diminished  interest  or  pleasure  in  all,  or 
almost  all  activities,  significant  weight  loss  or  weight  gain,  insomnia  or  hypersomnia,  fatigue  or  loss 
of  energy,  and  diminished  ability  to  think  or  concentrate.  In  manic-depressive  illness,  patients 
alternate  between  periods  of  mania  lasting  weeks  or  months  and  even  longer  periods  of  extreme, 
debilitating  depression.  Symptoms  of  mania  include  intense  "highs,"  racing  thoughts,  grandiose  and 
unrealistic  plans  and  ideas,  and  uncharacteristic  reckless  and  damaging  behavior. 

According  to  recent  data  from  the  National  Institute  of  Mental  Health,  in  1990  some  2.19 
million  Americans  suffered  from  bipolar  disorder,  and  roughly  9.13  million  suffered  from  major 
depression.  Roughly  80%  of  those  with  depressive  disorders  can  be  helped  significantly  by  either 
psychopharmacological  or  psychosocial  treatments,  or  a  combination  of  the  two.  This  is  a  higher 
treatment  success  rate  than  is  found  for  many  general  medical  conditions.  Tfiese  treatments  would 
not  be  available  today  without  a  strong  federal  research  effort. 

Federal  role:  We  recognize  that  Congress  is  dealing  with  very  difficult  and  painful  budget 
decisions,  resulting  in  a  reevaluation  of  the  role  of  government.  We  believe  that  the  federal 
government  plays  an  important  role  in  the  area  of  mental  health,  and  should  continue  to  bear 
primary  responsibility  for  providing  support  for  scientific  research  in  this  area.  While  it  is  only  one 
of  many  sources  of  support  for  mental  health  services,  the  federal  government  is  the  leader  in 
research  on  mental  disorders  and  their  treatment,  making  possible  the  development  of  effective 
mental  health  services  and  programs.  The  federal  government  funds  the  large  majority  of  research 
on  the  brain  being  conducted  at  our  colleges,  research  centers,  and  universities. 

The  personal  impact  of  depressive  disorders:  My  own  personal  history  with  bipolar  disorder 
illustrates  the  impact  these  disorders  can  have  on  the  individual,  and  the  tremendous  difference  that 
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treatment  can  make.  During  my  childhood  I  endured  unbearable  migraine  headaches,  and  my 
education  was  disrupted  due  to  persistent  insomnia  and  other  medical  problems.  Symptoms  such  as 
this  persisted  throughout  my  young  adulthood  and  were  never  properly  diagnosed,  with  the  result 
that  I  was  a  frequent  user  of  the  health  care  system  without  any  improvement  in  my  condition. 

At  the  age  of  27,  my  life  appeared  to  be  wonderful.  I  was  a  successful  businesswoman, 
president  of  a  court  reporting  company  I  had  started  at  the  age  of  22.  However,  the  manic  side  of 
my  illness  began  to  show  itself.  I  started  feeling  that  I  was  invincible-a  classic  symptom  of  bipolar 
disorder-and  I  started  functioning  on  less  and  less  sleep.  I  soon  began  acting  rashly,  making 
foolish  business  decisions,  traveling  extravagantly,  and  spending  outrageously.  My  mania  was 
taking  me  and  my  company  down.  After  receiving  yet  another  inaccurate  diagnosis,  an  ill-advised 
medication  turned  my  mania  into  paranoia.  Shortly  thereafter,  I  was  committed  to  a  psychiatric 
ward,  where  I  was  finally  diagnosed  accurately,  and  where  I  began  effective  treatment. 

I  have  since  been  able  to  restore  my  company  to  solvency,  sell  it,  and  become  the  executive 
director  of  the  National  Depressive  and  Manic-Depressive  Association.  Bipolar  disorder  is  a 
chronic  illness,  which  requires  continuous  monitoring  and  medical  attention.  However,  with 
treatment  I  am  able  to  lead  a  normal  life  and  be  a  productive  member  of  society. 

My  personal  story  illustrates  several  points: 

1)  Mental  disorders  are  real.  Bipolar  disorder-like  schizophrenia,  like  heart  disease,  and  like 
diabetes-is  a  very  debilitating  and  damaging  disease. 

2)  Treatment  works.  Without  treatment,  I  wouldn't  be  able  to  do  all  that  I  do,  and  I  quite 
probably  would  not  be  here  today. 

3)  It's  cheaper  to  do  it  right  than  to  do  it  wrong.  Before  I  was  accurately  diagnosed,  year  after 
year  I  would  run  up  health  care  tabs  in  the  neighborhood  of  $38,000,  and  I  would  still  be 
sick.  Now,  with  effective  treatment  costing  roughly  $3,000  a  year  I  am  able  to  represent  a 
constituency  of  65,000  individuals  and  to  be  a  contributing  member  of  society. 

4)  Research  is  what  has  made  this  possible.  Lithium  is  the  only  drug  currently  approved  for  the 
treatment  of  bipolar  disorder.  However,  I  cannot  tolerate  lithium,  and  have  for  years  been 
using  other  experimental  drugs.  The  federal  government's  past  support  of  research  has  led  to 
the  development  of  new  treatments,  and  I  am  one  of  the  lucky  ones  who  has  found  one  that 
works.  Unfortunately,  there  are  hundreds  of  thousands  of  Americans  with  depressive 
disorders  for  whom  currently  available  treatments  don't  work  or  who  do  not  receive 
treatment.  Continued  funding  for  research  is  critical  to  help  these  people. 

Cost  effectiveness:  The  purely  economic  arguments  for  investing  in  research  and  treatment  are 
very  compelling.  The  research  conducted  at  the  National  Institute  of  Mental  Health  (NIMH),  the 
National  Institute  on  Drug  Abuse  (NIDA),  and  the  National  Institute  on  Alcohol  Abuse  and 
Alcoholism  (NIAAA)  has  led  the  way  to  effective  treatments,  treatments  which  save  dollars  in  both 
reduced  societal  costs  and  reduced  general  health  care  spending.  At  the  same  time,  the  Substance 
Abuse  and  Mental  Health  Services  Administration  (SAMHSA)  is  leading  the  way  in  translating 
research  gains  into  better  mental  health  and  substance  abuse  services  in  our  communities. 

Depression  alone  cost  the  nation  roughly  $44  billion  in  1990.  The  direct  medical  care  costs 
and  indirect  costs  (such  as  mortality,  morbidity,  and  lost  productivity)  of  alcohol  and  other  drug 
abuse  and  mental  illnesses  totalled  more  than  $314  billion  in  1990,  more  than  cancer,  AIDS, 
respiratory  disease,  or  coronary  heart  disease.  Yet  the  indirect  social  costs  of  mental  and  substance 
abuse  disorders  were  more  than  twice  the  direct  treatment  costs.  Effective  mental  health  treatment 
can  reduce  these  costs,  as  the  following  statistics  show: 

•  The  development  and  use  of  lithium  therapy  for  the  treatment  of  manic-depression  has  saved 
the  U.S.  economy  more  than  $145  billion  since  1970.  Clozapine  maintenance  treatment  for 
schizophrenia  saves  and  average  of  $23,000  per  patient  each  year  in  reduced  hospitalization 
costs,  or  a  total  of  $1.4  billion; 

•  In  1990  reduced  productivity  from  depression  resulted  in  a  $3,000  loss  for  each  depressed 
worker,  or  $180  for  every  U.S.  employee.  In  total,  depression  cost  U.S.  employers  an 
estimated  $23.8  billion  that  year; 

•  85%  of  all  studies  on  cost  offsets  demonstrate  that  medical  utilization  decreases  following 
mental  health  treatment  -  inpatient  utilization  by  about  70%  and  outpatient  use  by  over  20%. 

•  Under  the  Federal  Employees  Health  Benefits  Plan,  patients  with  chronic  medical  disease 
who  received  psychotherapy  used  56%  fewer  medical  services  than  those  who  did  not; 

•  A  program  of  detection  and  treatment  of  reversible  delirium,  depression,  and  other  mental 
disorders  in  elderly  patients  hospitalized  with  hip  fractures  showed  a  reduction  in  patients' 
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average  hospital  stays  of  2  days,  and  produced  savings  in  reduced  general  medical  care  costs 
of  five  to  eight  times  the  extra  cost  of  psychiatric  evaluation  and  treatment; 
•       A  report  conducted  for  the  Senate  Appropriations  Committee,  published  in  October  of  1993, 
estimated  that  providing  parity  of  coverage  for  Americans  with  severe  mental  illnesses  would 
reduce  the  nation's  general  health  care  spending  by  10%,  more  than  paying  for  the  increase 
in  mental  health  coverage. 

These  examples  show  the  tremendous  opportunity  we  have  to  control  health  care  costs  and 
improve  productivity  in  the  workplace  through  an  effective  response  to  behavioral  disorders. 

Recommendations:  The  appropriations  figures  included  in  this  document  reflect  an  ideal  funding 
level,  as  recommended  by  professional  scientists  to  adequately  meet  the  need  for  expanding  research 
on  mental  and  substance  abuse  disorders.  However,  we  understand  that  the  federal  government  is 
under  intense  budgetary  pressures,  and  we  would  welcome  the  opportunity  to  work  with  the 
subcommittee  in  determining  appropriate  levels  of  funding. 

National  Institute  of  Mental  Health  (NIMH):  To  fully  realize  the  potential  for  advances  in  our 
understanding  of  the  brain,  mental  disorders,  and  how  to  treat  them,  National  DMDA  recommends 
an  appropriation  of  $695  million  for  NIMH  for  FY  1996. 

Under  current  funding  levels,  NIMH  is  supporting  a  smaller  percentage  of  grant  applications 
than  NIH  is  as  a  whole.  The  fiscal  year  1995  grant  success  rate  for  NIMH  (the  ratio  of  the  number 
of  grants  funded  to  the  number  of  grants  reviewed)  was  18.9%.  This  was  a  decrease  from  FY 
1994  s  grant  success  rate  for  the  institute  of  19.8%.  This  is  well  below  the  estimated  1995  N1H- 
average  grant  success  rate  of  24%. 

Efforts  are  underway  at  NIMH  in  a  number  of  areas  which  need  stable  funding: 

Child  and  adolescent  disorders:  an  estimated  3-5%  of  children  have  severe  emotional  or 
behavioral  problems  that  significantly  interfere  with  their  daily  functioning.  Conservative  estimates 
indicate  that  more  than  one-half  of  children  in  protective  custody  have  mental  health  problems 
severe  enough  to  warrant  attention,  yet  less  than  one  third  of  these  children  are  receiving  any 
services.  Dollars  not  spent  now  on  needed  services  will  certainly  mean  more  spending  in  the  future 
if  these  children  end  up  in  the  federal  penal  system  as  adults. 

Mood  disorders:  NIMH  intends  to  accelerate  gene  sequencing  in  the  quest  to  identify  the 
gene  or  genes  responsible  for  vulnerability  to  manic-depressive  illness  and  expedite  research  on  the 
interaction  between  inheritance  and  psychosocial  antecedents  in  mood  disorders.  Researchers  are 
also  pursuing  new  antidepressants  and  examining  the  symptoms  and  treatments  for  depression  in 
general  health  care  settings.  The  success  of  these  projects  will  reduce  much  pain  and  suffering 
among  patients  with  affective  disorders. 

Understanding  the  Brain  and  Behavior:  NIMH  would  advance  basic  neuroscience  studies  and 
use  molecular  biology  techniques  to  increase  our  understanding  of  mental  disorders.  The  Institute 
would  expand  the  Human  Brain  Project. 

Mental  Disorders  in  Older  People:  It  is  estimated  that  only  1  in  10  elderly  individuals  in 
need  of  psychiatric  treatment  ever  receive  it.  With  adequate  funding,  NIMH  would  mount  a 
multicenter  treatment  trial  of  late  life  depression.  Funding  is  also  needed  for  the  study  of  sleep  and 
circadian  rhythm  disturbances  as  risk  factors  in  late  life  depression. 

The  National  Institute  on  Drug  Abuse  and  the  National  Institute  on  Alcohol  Abuse  and 
Alcoholism  also  conduct  research  of  importance  to  our  members.  Many  individuals  are  affected  by 
both  a  mental  disorder  and  a  substance  abuse  disorder.  According  to  the  most  recent  estimates,  one- 
third  of  those  with  an  addictive  disorder  also  suffered  from  a  comorbid  mental  disorder  in  the  same 
year.  When  combined,  mental  and  substance  abuse  disorders  can  be  devastating.  It  is  estimated 
that  one  third  of  the  homeless  population  is  severely  mentally  ill,  and  that  of  this  group  roughly  one 
half  have  a  substance  abuse  problem.  Simply  put,  without  adequate  treatment,  people  with  mental 
disorders  frequently  turn  to  drugs  or  alcohol  to  "self-medicate." 

National  Institute  on  Drug  Abuse  (NIDA):  National  DMDA  recommends  the  appropriation  of  $600 
million  for  NIDA  for  FY  1996,  to  adequately  address  the  need  for  improvements  in  our 
understanding  of  drug  abuse  disorders  and  of  ways  of  treating  them. 

National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA):  To  adequately  carry  out  the 
research  needed  to  fight  alcohol  abuse  and  its  tremendous  personal  and  societal  costs,  National 
DMDA  recommends  the  appropriation  of  $238  million  for  NIAAA  for  FY  1996. 
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Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA): 

SAMHSA's  mission,  as  stated  within  its  draft  Strategic  Plan,  is  to  "improve  the  quality  and 
availability  of  prevention,  treatment,  and  rehabilitation  services  in  order  to  reduce  illness,  death, 
disability,  and  cost  to  society  resulting  from  substance  abuse  and  mental  illnesses."  This  mission  is 
carried  out  through  its  three  centers:  the  Center  for  Mental  Health  Services  (CMHS).  the  Center  for 
Substance  Abuse  Treatment  (CSAT),  and  the  Center  for  Substance  Abuse  Prevention  (CSAP). 

National  DMDA  would  like  to  voice  our  deep  concern  over  the  consolidation  of  CMHS 
programs  proposed  in  the  President's  budget.  While  some  reorganization  may  be  necessary  to 
realize  administrative  savings,  this  must  be  done  carefully.  Two  trends  could  combine  to  result  in  a 
loss  of  funding  for  some  of  the  finely  targeted  programs  under  CMHS:  1)  the  generally  low  priority 
placed  on  programs  for  the  mentally  ill  by  state  governments;  and  2)  the  universally  tight  budgets 
under  which  states  must  operate.  Programs  such  as  the  Protection  and  Advocacy  System  and  the 
Children's  Mental  Health  Services  Program,  discussed  below,  must  not  be  allowed  to  wither  away 
within  a  large,  consolidated  grant  system.  We  urge  the  committee  to  maintain  the  integrity  of  at 
least  these  two  programs,  and  to  appropriate  the  funds  necessary  to  carry  out  these  activities 
regardless  of  how  the  programs  are  ultimately  organized. 

Center  for  Mental  Health  Services  (CMHS):  National  DMDA  urges  the  appropriation  of  $946 
million  for  CMHS  for  FY  1996.  We  believe  this  increase  in  funding  represents  an  investment  in  the 
next  generation  of  mental  health  treatments,  which  will  pay  substantial  dividends  in  future  lower 
treatment  costs,  reduced  morbidity  and  mortality,  decreased  health  care  spending,  and  decreased 
social  program  costs.  CMHS  plays  a  key  role  in  the  provision  of  mental  health  services  across  the 
country.  While  the  states  have  historically  shouldered  primary  responsibility  for  caring  for  the 
severely  mentally  ill.  federal  support  accounts  for  almost  21%  of  all  state  spending  on  mental  health 
services  through  Medicaid  and  the  Community  Mental  Health  Services  Block  Grant  program. 

We  are  rapidly  moving  away  from  the  outdated  concept  of  mental  health  care  as  being  an 
"either  or"  proposition:  either  inpatient  care  in  a  psychiatric  hospital  or  psychiatric  wing  of  a 
general  hospital  or  outpatient  psychotherapy.  Current  state-of-the-art  treatment  encompasses  a  wide 
range  of  services  based  on  individual  need,  including  the  use  of  pharmaceutical  drugs, 
psychotherapy,  partial  hospitalization,  rehabilitation  services,  and  day  treatment  programs.  CMHS's 
work  is  vitally  important  to  the  development,  evaluation,  and  dissemination  of  effective  mental 
health  treatment  protocols  which  cover  this  range  of  treatments.  This  work  is  done  through  a 
number  of  important  programs: 

Community  Mental  Health  Services  Block  Grant:  More  than  half  of  CMHS's  budget  is 
devoted  to  the  Mental  Health  Block  Grant.  Block  grant  funds  are  used  primarily  in  support  of  the 
nation's  network  of  community  mental  health  centers  (CMHC's).  CMHC's  are  coming  under 
increasing  pressure  as  states  continue  to  downsize  their  hospital  systems,  and  are  responsible  for  an 
increasing  number  of  patients  and  a  larger  number  of  patients  with  severe  mental  disorders. 
National  DMDA  recommends  an  appropriation  of  $450  million  for  this  program. 

Children's  Mental  Health  Services  Program  -  This  program  fosters  the  development  of  local, 
coordinated  systems  of  care  which  allow  children  to  be  effectively  treated  within  their  families  and 
community.  The  resources  and  cooperation  of  providers,  teachers,  juvenile  justice  agencies,  child 
welfare  agencies,  and  others  are  combined  to  meet  the  multiple  needs  of  the  child  and  his  or  her 
family.  Through  the  efforts  of  these  initiatives  CMHS  is  demonstrating  the  potential  for  reducing 
out-of-county  placements  and  hospitalizations  while  at  the  same  time  improving  the  child's  well- 
being  and  strengthening  his  or  her  family.  National  DMDA  recommends  an  appropriation  of  $100 
million  for  the  children's  mental  health  services  program. 

Prevention  Demonstrations  -  Preventive  mental  health  services,  a  relatively  new  area  of 
inquiry,  are  aimed  at  reducing  the  incidence  and  severity  of  mental  disorders.  A  recent  Institute  of 
Medicine  report  entitled  "Reducing  Risks  for  Mental  Disorders:  Frontiers  for  Preventive  Intervention 
Research"  concluded  that  the  implementation  and  close  evaluation  of  targeted  preventive  services  is 
needed  to  help  reduce  the  personal  and  societal  costs  of  mental  disorders.  National  DMDA  urges 
the  appropriation  of  $10  million  for  prevention  programs  in  fiscal  year  1996. 

Protection  and  Advocacy  for  the  Mentally  111  -  This  program  was  enacted  to  help  patients 
secure  their  legal  rights  to  fair  and  just  treatment.  Patients  with  mental  disorders  are  frequently 
abused,  neglected,  and  discriminated  against.  The  Protection  and  Advocacy  System  for  Individuals 
with  Mental  Illness  helps  ensure  that  patients  are  treated  equitably.  Its  job  is  more  important  than 
ever,  as  significant  changes  are  occurring  in  the  public  and  private  mental  health  sector,  such  as  the 
growth  of  managed  care  organizations.  We  urge  an  appropriation  of  $30  million  for  this  program. 
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As  discussed  above,  individuals  with  affective  disorders  frequently  have  co-occurring  drug  or 
alcohol  abuse  problems  requiring  treatment.  Effective  treatments  for  substance  abuse  disorders  are 
available,  and  studies  show  that  we  save  $7  for  every  $1  invested  in  treatments.  Federal  funding  is 
needed  to  help  reduce  the  prevalence  and  impact  of  these  disorders,  and  to  help  spread  the 
development  of  up-to-date  treatment  methods.  Pressure  on  the  publicly-funded  substance  abuse 
system,  which  serves  individuals  with  the  most  chronic  and  complex  health  problems,  will  continue 
to  increase  with  new  federal  and  state  reforms. 

Center  for  Substance  Abuse  Treatment:  National  DMDA  recommends  the  appropriation  $2  billion 
for  the  Center  for  Substance  Abuse  Treatment  in  FY  1996,  including  funding  for  both  the  Substance 
Abuse  Block  Grant  and  the  treatment  grant  programs.  The  Substance  Abuse  Block  Grant  program 
accounts  for  over  one-third  of  public  funding  for  prevention  and  treatment  services  nationwide. 

Center  for  Substance  Abuse  Prevention:  National  DMDA  recommends  the  appropriation  of  $289 
million  in  FY  1996  for  the  Center  for  Substance  Abuse  Prevention.  We  believe  that  successful 
substance  abuse  prevention  strategies  must  be  an  integral  part  of  our  society's  efforts  to  Fight  the 
scourge  of  drugs. 

In  summary,  much  progress  has  been  made  during  the  last  few  years  on  our  understanding  of 
the  brain  and  how  it  works,  and  on  the  etiology  of  mental  disorders  and  their  diagnosis  and 
treatment.  We  cannot  allow  this  progress  to  be  derailed.  Mental  disorders,  including 
depressive  disorders,  are  far  too  prevalent,  far  too  damaging,  and  far  too  costly  to  falter  at 
this  crucial  juncture. 


STATEMENT  OF  NATIONAL  ENERGY  ASSISTANCE  DIRECTORS' 
ASSOCIATION  [NEADA] 

The  National  Energy  Assistance  Directors'  Association  (NEADA)  is  pleased  to  submit  this 
statement  for  the  record  to  the  Suhcommittee  on  Labor,  Health  and  Human  Services  and  Education  as 
it  considers  FY  1997  appropriations  for  the  Low-Income  Home  Energy  Assistance  Program  (LIHEAP). 
NEADA  is  a  membership  organization  of  the  state  LIHEAP  directors.  Its  mission  is  to  support  states 
in  the  development  of  programs  and  policies  which  will  provide  quality  assistance  to  eligible  households. 
NEADA  seeks  to  accomplish  its  purpose  through  coordinating  and  cooperating  in  the  collection  and 
dissemination  of  information,  proposing  energy  policy,  providing  program  administrative  advice, 
analyzing  programs  and  benefits  among  public  and  private  institutions,  and  improving  LIHEAP  program 
delivery. 

The  members  of  NEADA  wish  to  thank  the  Subcommittee  for  its  continued  support  in  helping 
to  meet  the  energy  needs  of  the  nation's  working  poor,  low-income,  disabled,  and  elderly  residents 
through  LIHEAP.  In  addition,  we  greatly  appreciate  your  continued  support  of  the  program's  advanced 
funding  provisions.  This  has  allowed  the  states  to  plan  the  effective  use  of  program  funds  prior  to  the 
start  of  the  program  year. 

During  the  current  fiscal  year,  close  to  5.8  million  households  will  receive  program  assistance. 
These  households  are  extremely  poor,  with  an  estimated  66%  having  an  average  income  of  less  than 
$8,000  per  year,  and  90%  having  an  annual  income  of  less  than  $12,000  per  year.  Of  the  recipient 
households,  at  least  43%  has  at  least  one  member  who  was  under  age  18,  20%  has  at  least  one  member 
who  was  disabled.  44%  has  at  least  one  member  who  was  elderly,  and  24%  has  at  least  one  member  who 
was  employed. 

Many  recipients  only  receive  one-time  assistance  to  help  their  household  overcome  a  crisis. 
Without  this  one-time  assistance,  these  households  may  become  homeless,  apply  for  welfare  assistance, 
or  have  to  make  the  choice  between  food,  medication  or  energy.  For  example,  in  Rhode  Island,  only 
25%  of  current  program  recipients  have  received  LIHEAP  assistance  annually  since  1990.  Likewise,  in 
Colorado,  only  8%  of  the  recipients  have  received  assistance  for  more  than  five  years.  In  both  programs, 
returning  households  are  primarily  elderly  and  disabled  living  on  fixed  incomes. 

The  members  of  NEADA  have  improved  program  targeting  at  the  state  level  during  the  past  few 
years,  to  not  only  focus  on  the  aged,  poor,  and  disabled,  but  to  also  serve  as  a  bridge  for  the  working 
poor  to  avoid  falling  into  poverty.  For  example,  a  number  of  states  operate  a  co-pay  program  where  the 
client  enrolls  for  a  6  to  12  month  period.  During  this  time  the  client  must  attend  budget  counseling 
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sessions,  energy  conservation  training,  and  any  other  targeted  programs  which  will  give  the  client  the 
tools  to  become  self-sufficient.  The  client  must  sign  a  contract  with  the  social  service  provider  outlining 
the  client's  responsibilities.  If  the  client  breaks  the  agreement,  the  household  becomes  ineligible  for 
further  co-pay  benefits. 

The  greatest  threat  to  LIHEAP  at  this  junction  is  simple  misinformation.  We  are  concerned  about 
recent  statements  made  during  the  debate  on  the  Emergency  Supplemental  Appropriations  Act 
(H.R.  1 158/S.617)  that  LIHEAP  funding  might  no  longer  be  necessary  because  of  there  is  a  perception 
that:  (1)  energy  prices  have  dropped;  and  (2)  utilities  can  replace  LIHEAP  funds  from  their  own  sources 
as  a  price  of  doing  business.  Both  these  perceptions  are  simply  untrue! 

Since  the  enactment  of  LIHEAP  in  1979,  as  noted  in  the  attached  tables,  energy  prices  for  home 
heating,  adjusted  for  inflation,  have  increased  by  4%  for  natural  gas  and  declined  by  4%  percent  for 
electricity,  32%  for  home  heating  oil,  and  4.5%  for  propane.  For  heating  oil  and  propane,  however,  the 
decline  is  illusory.  Prices  during  the  winter  heating  season,  when  most  of  these  fuels  are  purchased,  are 
extremely  volatile  and  sensitive  to  increases  in  demand,  especially  during  periods  of  extreme  cold. 
During  the  winter  cold  snap  of  1989,  for  example,  prices  increased  by  33%  from  $0.86  per  gallon  in 
October  1989  to  $1.14  per  gallon  in  January  1990.  As  another  example,  during  last  year's  period  of 
extreme  cold,  heating  oil  prices  increased  from  $0.88  per  gallon  of  heating  oil  in  October  1993  to  $0.93 
per  gallon  in  February  1994. 

Even  though  there  have  been  some  minor  declines  in  the  price  of  home  heating  oil  and  electricity, 
the  decline  in  LIHEAP  assistance  has  been  far  more  dramatic.  The  LIHEAP  appropriation  peaked  in 
1985  at  $2.1  billion  and  has  since  steadily  declined  to  its  current  level  of  $1.3  billion.  This  represents 
a  drop  of  almost  40%,  even  without  accounting  for  inflation.  The  decline  is  even  more  severe  when 
taking  into  account  the  diminishing  availability  of  oil  overcharge  funds.  These  funds  provided 
approximately  $1  billion  in  additional  program  assistance  during  the  period  of  1984  to  1995,  with  the 
majority  of  funds  allocated  prior  to  1990.  The  impact  of  the  decline  in  funding  is  most  evident  in  the 
average  grant  level.  Adjusted  for  inflation,  the  average  grant  for  program  recipients  has  declined  from 
$256  in  1985  to  $152  during  the  current  program  year,  while  the  eligible  population  has  increased  from 
about  23  million  to  almost  30  million  during  this  period. 

Moreover,  the  belief  that  utilities  themselves  can  make  up  the  difference  is  unfounded  for  several 
basic  reasons.  First,  35  percent  of  all  recipient  households  heat  their  homes  through  the  use  of  non-utility 
providers  by  using  oil,  propane,  wood,  and  coal.  These  providers  do  not  have  monopoly  control  of  their 
territories  and  cannot  raise  prices  to  cover  the  cost  of  providing  discounted  or  free  energy  supplies  to 

their  low-income  customers. 

Second,  the  Congress  has  been  actively  encouraging  competition  in  the  electric  utility  industry, 
which  has  resulted  in  a  dramatic  change  in  the  electricity  marketplace  to  the  detriment  of  low-income 
Americans.  Congress  and  the  last  President  enacted,  on  a  bi-partisan  basis,  the  Energy  Policy  Act  of 
1992  (EPAct)  (P.L.  102^86).  Section  71 1  of  EPAct  created  a  class  of  independent  electricity  generators 
known  as  Exempt  Wholesale  Generators,  which  freed  them  from  traditional  rate  regulation.  Sections  721 
and  722  of  EPAct  also  permitted  independent  power  producers  and  others  to  demand  third-party 
transmission  of  power  over  utility  power  lines,  so-called  "wheeling".  This  has  provided  more 
competition  at  the  wholesale  level  forcing  utilities  to  curtail  support  for  LIHEAP.  Fuel  funds  are  an 
important  leverage  for  LIHEAP  funds,  but  the  void  simply  cannot  be  filled  by  these  programs.  In  fact, 
fuel  funds  only  provided  about  $70  million  in  FY  1994. 

The  far-reaching  effects  of  this  effort  to  expand  competition  under  EPAct  has  been  a  series  of 
unintended  consequences.  While  competition  has  increased  at  the  wholesale  level,  these  independent 
producers,  who  have  no  direct  utility  or  franchise  responsibilities  for  retail  ratepayers,  have  attempted 
to  undercut  traditional  utility  pricing.  This  has  meant  that  traditional  franchised  electric  utilities  who  have 
transmission  and  distribution  systems,  meter  readers  and  responsibilities  to  retail  ratepayers,  have 
attempted  to  drop  their  charges  for  energy  on  a  kilowatt  hour  basis  in  order  to  compete.  Unfortunately, 
for  the  retail  ratepayers  and  especially  the  poor  who  have  no  choice  of  electricity  provider,  the  main 
beneficiaries  of  this  trend  have  been  industry  customers  who  threaten  to  leave  the  utility  system  or  create 
their  own  generation  plants.  As  a  result,  utilities  have  been  developing  incentive  rates  to  lower  prices 
for  industrial  consumers  while  increasing  rates  for  retail  customers. 

A  recent  article  in  the  Boston  Globe  described  how  Raytheon  Company,  one  of  the  largest  electric 
users  in  Massachusetts,  requested  a  25  percent  rate  reduction  from  New  England  Electric  Systems.  If 
the  discount  was  not  offered,  Raytheon  stated  that  it  would  request  permission  to  purchase  electricity  from 
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another  company  and  have  it  wheeled  or  "shipped"  over  to  its  factories  through  the  use  of  existing  electric 
lines.  This  type  of  competition  is  useful  in  that  it  forces  companies  to  become  more  competitive,  it  limits 
their  ability  to  provide  services  to  non-reimbursable  energy  assistance  recipients  who  are  low-income 
clients.  As  utilities  become  more  competitive  with  independent  producers,  it  will  be  no  more  reasonable 
to  expect  them  to  provide  free  electricity  or  natural  gas  than  it  will  be  to  expect  grocery  stores  to  provide 
free  food. 

There  has  also  been  a  very  significant  trend  toward  deregulation  in  the  natural  gas  utility  sector 
which  has  resulted  in  the  bypass  of  local  distribution  companies  and  price  competition  for  industrial  and 
large  commercial  sales.  Where  industrial  customers  have  choices,  such  fuel-switching  can  get  better 
prices  for  so-called  interruptible  gas  for  industrial  customers,  thus  allowing  the  remaining  captive 
customers  to  pay  more.  Again,  this  hits  residential  ratepayers  hardest,  especially  the  poor. 

The  argument  that  LIHEAP  is  the  responsibility  of  utilities  and  states  and  not  the  federal 
government  ignores  the  importance  of  this  1992  federal  law,  EPAct.  Retail  electricity  and  natural  gas 
prices  have  increased  during  the  past  10  years  for  residential  consumers,  even  if  oil  prices  have  not.  That 
is  the  basic  fallacy  of  this  argument.  It  also  doesn't  account  for  extremely  cold  winters,  like  the  winter 
of  1994,  or  shortages  or  huge  price  spikes,  such  as  the  heating  oil  and  propane  problems  in  the  winter 
of  1989. 

In  addition,  there  are  continuing  federal/state  jurisdictional  issues  which  have  not  yet  been 
resolved  as  a  result  of  EPAct.  Recently,  the  Federal  Energy  Regulatory  Commission  ("FERC")  has 
overturned  a  California  proceeding  which  includes  purchases  of  alternative  energy  supplies  and  has  done 
the  same  in  New  York.  The  FERC  seemed  to  support  that  it  will  not  support  the  imposition  of  other 
costs  on  electric  companies  such  as  energy  conservation  costs  or  protecting  low-income  customers. 

In  short.  Congress  itself  has  helped  create  the  situation  through  EPAct  where  states  and  franchised 
electric  utilities  cannot  provide  increased  LIHEAP  funds.  EPAct  also  allowed  investment  by  franchised 
utilities  in  foreign  utilities  (Section  715),  which  has  shifted  resources  and  limited  state  action. 

As  the  Senate  begins  its  consideration  of  the  FY  1996  Labor,  Health  and  Human  Services,  and 
Education  Appropriations  bill,  we  urge  the  Subcommittee  to  provide  an  adequate  level  of  advanced 
funding  for  FY  1997  that  will  account  for  the  continuing  uncertainty  in  energy  prices  and  the  continuing 
demand  for  program  services  among  the  low-income  employed,  elderly  and  disabled. 

NEADA  is  pleased  to  have  had  the  opportunity  to  share  its  views  with  the  Subcommittee  and 
stands  ready  to  provide  any  additional  information  about  the  importance  of  LIHEAP  in  meeting  the  home 
heating  needs  of  the  nation's  low-income,  disabled  and  elderly  residents. 
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[  Table  1 :  LIHEAP  -  -  Utility  Prices  in  Current  $'s  (Not  Adjusted  for  Inflation) 
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116.0 
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107.8 
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6.1 

109.1 

73.7 
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7.4 

6.1 

105.3 

71.7 
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|  Li_ 

5.8 

83.6 

74.5 

1987 

7.4 

5.5 

80.3 1  70.1 

1988 

7.5 

5.5 

81.3 

71.4 
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5.9 

91.1 
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8.4: 

6.4 
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N/Al 

1/  Average  annual  home  heating  prices  do  not  reflect  price  spikes  in  the  marketplace  and  the 
tendency  of  home  heating  oil  and  propane  prices  to  increases  during  periods  of  extreme  cold. 
For  example,  during  the  winter  heating  season  of  1989,  home  heating  oil  prices  increased  from 
$0.86  gallon  in  October  1989  to  $1.14  per  gallon  in  January  1990.  During  last  year's  period 
of  extreme  cold,  heating  oil  prices  increased  from  $0.88  per  gallon  in  October  1993  and 
then  peaked  at  $0.93  per  gallon  in  February  1994. 

Source:  1993  Annual  Energy  Review,  Energy  Information  Agency  (EIA).  Prepared  by  the 
National  Association  for  Energy  Assistance  Directors'  Association  (NEADA).  For  additional 
information  contact:  Mark  Wolfe,  Executive  Director,  NEADA,  (202)  287-5199  or  Jeff  Genzer, 
Legal  Counsel,  (202)  467-6370.  March  28,  1995 
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Table  2:  LIHEAP  -  -  Utility  Prices  in  Constant  1987  $'s  (Adjusted  for  Inflation) 


Year 

Electric:  Cents 
Per  Kilowatt  Hour 

Natural  Gas:  $'s  Per 
1000  Cubic  Feet 

Heating  Oil:  Cents 
Per  Gallon  1/ 

Propane:  Cents 
Per  Gallon  1/ 

1970 

6.3 

3.1 

52.6 

N/A 

1971 

6.2 

3.1 

52.8 

N/A 

1972 

6.2 

3.1 

50.8 

N/A 

1973 

6.1 

3.1 

55.2 

N/A 

1974 

6.9 

3.2 

80.2 

N/A 

1975 

7.1 

3.5 

76.6 

N/A 

1976 

7.1 

3.8 

77.6 

N/A 

1977 

7.3 

4.2 

82.3 

N/A 

1978 

7.1 

4.2 

81.3 

55.6 

1979 

7.0 

4.5 

107.5 

54.5 

1980 

7.5 

5.1 

135.8 

67.2 

1981 

7.9 

5.4 

151.3 

71.6 

1982 

8.2 

6.2 

138.4 

70.6 

1983 

8.3 

6.9 

123.6 

81.3 

1984 

7.9 

6.7 

119.9 

81.0 

1985 

7.8 

6.5 

111.5 

76.0 

1986 

7.6 

6.0 

86.3 

76.9 

1987 

7.4 

5.5 

80.3 

70.1 

1988 

7.2 

5.3 

78.2 

68.7 

1989 

7.0 

5.2 

82.9 

56.7 

1990 

6.9 

5.1 

93.8 

65.8 

1991 

6.8 

4.9 

86.6 

62.0 

1992 

6.8 

4.9 

77.1 

54.6 

1993 

6.7 

4.7 

73.3 

53.1 

1994 

6.6 

5.0 

69.3 

N/A 

1/  Average  annual  home  heating  prices  do  not  reflect  price  spikes  in  the  marketplace  and  the 
tendency  of  home  heating  oil  and  propane  prices  to  increases  during  periods  of  extreme  cold. 
For  example,  during  the  winter  heating  season  of  1989.  home  heating  oil  prices  increased  from 
$0.86  gallon  in  October  1989  to  $1.14  per  gallon  in  January  1990.  During  last  year's  period 
of  extreme  cold,  heating  oil  prices  increased  from  $0.88  per  gallon  in  October  1993  and 
then  peaked  at  $0.93  per  gallon  in  February  1994. 

Source:  1993  Annual  Energy  Review,  Energy  Information  Agency  (EIA).  Prepared  by  the 
National  Association  for  Energy  Assistance  Directors'  Association  (NEADA).  For  additional 
information  contact:  Mark  Wolfe,  Executive  Director,  NEADA,  (202)  287-5199  or  Jeff  Genzer, 
Legal  Counsel,  (202)  467-6370.  March  28,  1995 
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STATEMENT  OF  JUDITH  M.  DESARNO,  PRESIDENT  AND  CEO,  NATIONAL 
FAMILY  PLANNING  AND  REPRODUCTIVE  HEALTH  ASSOCIATION 

On  behalf  of  the  National  Family  Planning  and  Reproductive  Health  Association 

(NFPRHA).  I  am  pleased  to  submit  testimony  in  support  of  the  FY  1996  Appropriation 

for  the  Title  X  family  planning  program,  which  for  over  25  years  has  provided 

comprehensive  family  planning  services  to  millions  of  poor  and  low  income  Americans 

in  virtually  every  congressional  district  in  the  United  States. 

The  National  Family  Planning  and  Reproductive  Health  Association  is  a  non-profit 
membership  organization  established  to  improve  and  expand  the  delivery  of  voluntary, 
comprehensive,  culturally  sensitive  family  planning  and  reproductive  health  care  services 
throughout  the  United  States.  As  the  only  national  organization  representing  the  entire 
family  planning  community,  NFPRHA's  members  include  90  percent  of  the  health  care 
providers  funded  by  the  federal  Title  X  program  including:  state-county-local  health 
departments;  hospital-based  clinics;  Planned  Parenthood  Federation  of  America  affiliates; 
family  planning  councils;  independent  freestanding  clinics;  and  individual  providers, 
researchers  and  consumers.  NFPRHA  members  provide  reproductive  health  care  at 
over  four  thousand  clinics  nationwide  to  four  million  low  income  and  poor  women  and 
adolescents  yearly. 

The  Title  X  family  planning  program  was  founded  in  1970  with  bipartisan  support.  The 
original  measure  was  introduced  by  then  Representatives  George  Bush  (R-TX)  and 
James  Scheuer  (D-NY),  and  Senators  Charles  Percy  (R-IL)  and  Joseph  Tydings  (D-MD). 
The  program  provides  federal  funds  for  project  grants  to  public  and  private  nonprofit 
organizations  for  the  provision  of  family  planning  information  and  services  --  services 
which  improve  maternal  and  infant  health,  lower  the  incidence  of  unintended  pregnancy, 
and  reduce  the  incidence  of  abortion.  Services  supported  by  Title  X  include 
contraceptive  information  and  the  provision  of  all  contraceptive  services,  including 
gynecological  examinations,  basic  lab  tests,  and  other  screening  services  for  high  blood 
pressure,  anemia,  breast  and  cervical  cancer,  HIV,  and  sexually  transmitted  diseases. 
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Other  services  provided  are  pregnancy  testing,  sterilization  services,  abstinence 
counseling,  and  community  education  and  outreach.  By  law,  Title  X  dollars  cannot  be 
used  to  pay  for  abortions.  The  FY  1995  appropriation  of  $193.4  million  will  enable 
clinics  to  provide  services  to  more  than  4  million  clients  in  over  4,000  clinics  nationwide. 

Title  X  clinics  provide  services  to  the  poor,  many  of  whom  are  working  and  uninsured. 
Over  60  percent  of  Title  X  clients  are  under  25  and  over  83  percent  are  below  150 
percent  of  the  federal  poverty  level.  The  vast  majority  of  Title  X  clients  do  not  qualify 
for  publicly  funded  health  programs  such  as  Medicaid.  Clinics  provide  services  free  of 
charge  to  clients  whose  incomes  do  not  exceed  100  percent  of  the  federal  poverty  level 
and  are  offered  on  a  sliding  fee  scale  for  clients  with  incomes  up  to  200  or  250  percent 
of  the  federal  poverty  level. 

Title  X  clinics  serve  as  the  gateway  to  the  health  care  system  for  millions  of  American 
women  and  are  the  sole  providers  of  health  care  for  the  majority  of  our  clients.  They 
provide  services  that  enable  women  to  make  the  most  important  decisions  of  their  lives  - 
--  when  and  whether  to  have  a  child.  Access  to  federally  funded  family  planning  services 
is  nothing  short  of  empowering  for  poor  and  low-income  women.  It  can  give  them  the 
same  opportunity  to  limit  and  space  births  that  wealthier  Americans  take  for  granted. 

Research  studies  have  consistently  documented  that  repeated,  closely  spaced 
childbearing  and  childbearing  very  early  or  very  late  in  a  woman's  reproductive  years 
often  has  adverse  health,  social,  or  economic  consequences  both  for  mothers  and  for 
their  children.  Health  risks  to  adolescent  mothers  and  their  children  are  particularly  well 
documented,  and  range  from  pregnancy  complications  such  as  preeclampsia  to  low 
birthweight  babies.  In  fact,  the  National  Commission  to  Prevent  Infant  Mortality  estimated 
that  infant  mortality  could  be  reduced  by  10  percent,  and  the  incidence  of  low  birthweight 
babies  could  be  reduced  by  12  percent,  if  all  pregnancies  were  planned.  In  addition, 
there  are  the  long-term  consequences  of  lower  levels  of  educational  and  job  attainment 
for  the  mothers  and  higher  rates  of  living  in  poverty  for  their  children.  The  further  tragedy 
is  that  three-quarters  of  these  births  to  teens  are  unintended. 


242 


Unlike  Medicaid,  Title  X  provides  services  to  many  women  before  they  become  pregnant. 
For  this  reason,  Title  X  is  critically  important  as  a  source  of  family  planning  funding. 
Despite  its  crucial  role  in  reaching  women  before  they  become  pregnant,  Title  X  family 
planning  funding  has  declined  as  a  proportion  of  total  federal  spending  on  family 
planning  services  over  the  past  15  years.  In  fact,  while  Title  X  represented  44  percent 
of  public  expenditures  for  family  planning  services  in  1980,  it  represented  only  17 
percent  in  1992,  with  Medicaid  assuming  a  new  prominence.  Although  we  are  obviously 
pleased  that  the  Medicaid  program  has  expanded  access  to  family  planning  services, 
these  funds  cannot  be  viewed  in  any  way  as  a  substitute  for  Title  X  dollars  --  dollars 
which  enable  women  to  avoid  pregnancy  and  avoid  welfare  dependency. 

Despite  ample  evidence  that  family  planning  is  cost-effective,  the  Title  X  appropriation 
fell  by  60  percent  in  inflation-adjusted  dollars  between  1980  and  1994.  Over  this  same 
period,  health  care  costs  have  soared,  including  the  cost  of  contraceptive  supplies,  and 
the  number  of  women  of  reproductive  age  who  are  in  the  economic  group  needing 
services  has  increased.  This  decline  in  funding  has  forced  family  planning  clinics  to  cut 
back  or  eliminate  outreach  efforts  to  recruit  patients,  especially  those  who  are  hardest 
to  reach,  cut  back  hours  of  operation,  accept  fewer  patients  who  need  subsidized 
services,  and,  in  a  few  instances,  establish  waiting  lists  for  expensive,  long-lasting,  and 
highly  effective  contraceptives  such  as  Depo-Provera. 

Even  with  these  difficulties,  Title  X  continues  to  perform  a  vital  function  by  providing  the 
framework  for  the  service  delivery  infrastructure  in  clinics  across  America.  The  Title  X 
program  provides  the  "seed  money"  for  many  clinics  as  well  as  a  framework  for  quality 
assurance.  If  Title  X  funding  were  unavailable,  these  clinics  would,  in  many  instances, 
be  forced  to  close  their  doors.  And  even  for  those  clinics  able  to  keep  the  doors  open, 
the  incentive  and  ability  of  clinics  to  adhere  to  uniform  regulations  and  guidelines  which 
currently  guarantee  that  women  have  access  to  counseling,  a  range  of  contraceptive 
options,  confidentiality  of  services,  and  referral  for  other  health  and  social  services  when 
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necessary,  would  be  jeopardized.  These  federal  regulations  and  guidelines  are  often 
identical  or  serve  as  the  blueprint  for  state  family  planning  programs. 

There  is  overwhelming  evidence  which  supports  the  cost-effectiveness  of  family  planning 
is  clear.  The  often  quoted  maxim  that  for  every  $1.00  spent  on  family  planning,  $4.40 
is  saved  on  expenditures  for  social  and  health  services  is  clearly  an  understatement. 
A  study  that  will  appear  in  the  April  1995  issue  of  the  American  Journal  of  Public  Health 
dramatically  illustrates  the  cost-effectiveness  of  ah  methods  of  family  planning.  The 
average  cost  of  a  routine  vaginal  delivery  alone  was  over  $6400  in  1993,  whereas  the 
cost  of  providing  contraceptive  services  in  a  Title  X  clinic  averages  less  than  $200  per 
year. 

The  Title  X  program  is  universally  viewed  as  beneficial  and  extremely  cost-effective, 
facts  which  have  been  recognized  by  Congress,  which  has  continued  funding  for  the 
program  despite  its  unauthorized  status.  The  integrity  of  the  Title  X  program  and 
adequate  funding  for  services  must  be  a  priority  for  this  Congress,  particularly  in  light  of 
the  strong  and  vocal  bipartisan  support  for  reducing  unintended  pregnancies,  specifically 
among  adolescents. 

The  push  to  reform  the  welfare  system  has,  and  should  have,  implications  for  Title  X. 
H.R.  4.,  The  Personal  Responsibility  Act,  which  recently  passed  the  House,  specifically 
directs  states  to  take  steps  to  "discourage  out-of-wedlock  births."  The  means  to 
accomplish  this  goal  strike  us  as  extremely  punitive  and  indirect  --  prohibiting  cash 
assistance  to  women  under  18  and  their  children  and  prohibiting  increased  payments  to 
women  who  have  additional  children  while  on  welfare.  At  the  same  time,  however,  the 
bill  includes  no  additional  funds  to  increase  access  to  family  planning  services  -- 
certainly  one  of  the  easiest,  most  direct,  and  most  cost-effective  ways  to  reduce 
unintended  pregnancies  and  limit  their  attendant  social  and  economic  costs.  We  must, 
at  a  minimum,  allow  women  to  exercise  personal  responsibility  by  accessing  available 
and  affordable  family  planning  services. 
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While  we  foresee  an  increased  demand  for  services,  our  efforts  continue  to  be  hampered 
by  financial  challenges.  Because  of  funding  constraints,  outreach  services  to  women 
have  been  limited,  as  have  efforts  to  serve  all  the  women  eligible  for  services.  The 
increasing  costs  of  contraceptives,  the  rise  in  the  rates  of  sexually  transmitted  diseases 
among  all  populations,  particularly  adolescents,  has  severely  limited  providers'  ability  to 
serve  more  clients.  The  irony  of  this,  of  course,  is  that  restricting  a  program  as  effective 
and  cost-efficient  as  Title  X  only  results  in  far  greater  social  and  financial  costs  down  the 
line. 

The  significant  increases  in  the  numbers  of  clients  testing  positive  for  sexually 
transmitted  diseases  and  HIV  also  speaks  to  the  need  for  increased  funding  for  Title  X. 
Title  X  clinics  are  on  the  front  lines  providing  these  services.  The  reality  is  that,  although 
separate  STD  clinics  are  available,  they  serve  mostly  men.  Although  screening  and 
treatment  of  STDs  continue  to  be  integral  parts  of  the  program,  these  services  are 
expensive.  Counseling  and  education  on  the  prevention  of  STDs  are  also  essential 
components  of  family  planning  services  and  are  extremely  cost-effective.  Cervical 
cancer  related  to  STDs  kills  over  three  hundred  thousand  women  each  year.  Chlamydia, 
an  STD  reaching  epidemic  proportions,  causes  infertility  but  often  has  no  symptoms. 
Recurrent  problems  with  STDs  are  often  a  signal  that  a  woman  may  test  positive  for  the 
HIV  infection.  These  facts  all  underscore  the  importance  of  increasing  STD  screening. 

We  must  continue  to  recognize  that  family  planning  is  inherently  different  from  other 
health  services,  and  therefore  needs  to  remain  a  distinct  categorical  program. 
Confidentiality,  counseling,  and  timely  access  to  services  are  critical  components  of  a 
successful  program  --  and  Title  X  is  a  success  story.  Title  X's  success  has  been 
recognized  both  by  the  House  and  Senate,  which  have  continued  to  fund  the  program 
despite  its  unauthorized  status  for  the  last  decade.  The  program  has  also  been  singled 
out  by  the  President  and  the  Department  of  Health  and  Human  Services  as  one  that 
works  -  one  that  must  be  preserved  and  expanded  if  we  can  even  hope  to  offer  women 
the  means  with  which  to  make  responsible  childbearing  decisions. 
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STATEMENT  OF  LYNN  CHADWICK,  PRESIDENT  AND  CEO,  THE 
NATIONAL  FEDERATION  OF  COMMUNITY  BROADCASTERS 

Thank  you,  Chairman  Specter  and  Members  of  the  Subcommittee,  for  the  opportunity  to  present 
the  views  of  community  radio  to  you  as  you  develop  the  appropriations  for  the  Corporation  for 
Public  Broadcasting.  Community  radio  may  be  a  new  term  to  many  of  you,  and  I  am  delighted  to 
have  the  opportunity  to  tell  you  about  this  valuable  resource  that  exists  in  communities  from 
Alaska  to  Florida,  and  California  to  Maine.  The  first  thing  I  want  to  tell  you  is  that  community 
radio  fully  supports  continued  funding  for  the  Corporation  for  Public  Broadcasting. 

I  write  as  President  and  CEO  of  the  National  Federation  of  Community  Broadcasters,  which  is  the 
national  membership  organization  for  community  radio.  Our  organization  includes  some  KM) 
community  radio  stations  and  an  additional  130  college  radio  stations,  producers,  and  other 
individuals  and  entities  participating  in  the  whole  network  we  collectively  refer  to  as  the  public 
radio  system.  The  NFCB  is  a  twenty  year  old  grassroots  organization  which  was  established  and 
is  supported  by  our  member  stations. 

I  have  worked  in  this  field  for  nearly  20  years,  and  I  understand  the  complexity  of  the  structure  of 
public  broadcasting.  I  would  be  pleased  to  help  the  committee  fully  understand  how  this  system 
works  and  the  value  of  federal  funds  to  community  radio. 

COMMUNITY  RADIO  ARE  LOCAL  STATIONS,  PROVIDING  UNIQUE  SERVICES 

Community  radio  stations  are  locally  controlled,  non-commercial  public  radio  stations.  While  the 
first  community  radio  station,  KPFA  in  Berkeley,  California,  was  established  in  the  late  1940's, 
many  of  the  stations  were  established  in  the  late  1970's  through  the  1980's.  There  are  a  few 
stations  still  coming  on  the  air.  In  the  past  year  WZRU  began  broadcasting  to  the  rural  community 
of  Roanoke  Rapids,  North  Carolina  and  KSWS  began  broadcasting  in  South  Dakota,  licensed  to 
the  Dakota  Nation.  The  largest  group  of  stations  now  coming  on  line  in  community  radio  are 
stations  serving  Native  Americans  and  others  living  on  or  near  reservations  where  these  stations 
provide  the  only  broadcast  signal  of  any  kind. 

Community  radio  is  a  service  provided  by  and  for  its  local  community.  Each  station's  mission  is 
established  and  monitored  by  a  board  of  directors  drawn  from  the  community.  These  stations 
epitomize  the  basic  tenets  of  U.S.  communications  law;  that  the  airwaves  belong  to  the  people 
and  that  broadcasters  serve  the  public  interest.  These  stations  draw  their  largest  portion  of  their 
operating  funds  from  listeners  in  their  communities. 

Stations  such  as  Radio  Bilingue,  which  serves  a  Spanish-speaking  audience  in  California's  Central 
Valley,  or  WVMR,  that  serves  rural  West  Virginia,  receive  many  of  their  donations  in  $5  bills 
which  represent  a  true  gift  from  the  households  these  stations  serve.  KVNF  in  Paonia,  Colorado 
serves  the  western  slope  are  where  forest  fires  killed  several  firefighters  last  summer  and  the 
station  itself  lost  its  main  transmitter,  but  kept  broadcasting  during  the  fires,  providing  the  only 
local  information  available  in  its  service  area. 

EVERYONE  LOSES  IF  PUBLIC  BROADCASTING  FUNDS  ARE  CUT 

The  stations  that  I  have  mentioned  above  are  the  ones  that  receive  the  largest  portion  of  their 
budgets  from  CPB  funds,  up  to  35%  of  their  operating  cash.  If  CPB  funding  is  cut  back  severely  , 
obviously  these  are  the  stations  that  would  be  hit  the  hardest.  However,  everyone  loses:  the 
communities  these  stations  serve,  the  regional  and  national  networks  that  rely  on  these  stations  to 
provide  reporting  such  as  on  last  summer's  forest  fires  and  finally  audiences  across  the  country. 
Community  and  public  radio  stations  provide  broadcast  signals  to  over  86%  of  the  U.S. 
population. 


246 


LETTER  FROM  KMUN,  COMMUNITY  RADIO  IN  ASTORIA,  OREGON 

I  believe  that  this  letter  from  a  station  manager  in  Astoria,  Oregon,  population  1(),(XX),  best 
describes  the  value  of  CPB  funding,  and  what  the  results  of  major  cuts  in  federal  funding  will  be 
small  towns  and  rural  America: 


January  17.  1995 

Richard  Carlson 
President,  CPB 
901  E  Street,  NW 
Washington.  DC  20004 

Dear  Sir. 

I  listened  today  as  KMUN  aired  the  KCRW  discussion  program  and  found 
your  responses  and  approach  to  the  issues  of  federal  financing  for  public 
broadcasting  hitting  the  right  note.  You  also  sounded  sincere  and  genuinely 
troubled  by  some  of  the  unfair  characterizations  of  public  radio  being  thrown 
around  in  the  media.  Sadly,  we  have  allowed  ourselves  to  be  put  in  the  position 
of  syml)ol  for  a  lot  of  society's  ills.. .very  much  as  the  welfare  mother  and  single 
parent  household  have.  But  unlike  them,  we  have  a  voice  and  it  should  be  used. 

Mr.  Horowitz'  point  that  taxpayers  should  not  be  required  to  pay  for 
something  they  do  not  believe  in  cuts  both  ways.  Many  Americans  do  not  want  to 
fund  another  set  ofB-1  bombers  or  interstate  highways,  but  are  compelled  to  do 
so.  And  why  are  religious  stations  allowed  free  spectrum  space  to  both 
continually  fundraise  and  to  plug  candidates  and  issues  of  their  choice  (uniformly 
conservative)  without  being  labeled  as  is  public  radio? 

But  that  isn  't  why  I  am  writing.  KMUN  is  one  of  the  small,  rural  stations 
that  will  have  a  difficult  time  if  federal  funding  disappears.  Perhaps  not 
immediately.  We  subsisted  for  ten  years  without  CPB  funding  as  we  grew  enough 
to  be  noticed.  But  in  the  long  run.  as  equipment  breaks  down,  as  twelve  thousand 
dollar  salaries  return  (with  the  loss  of  health  benefits),  and  as  good  staff  move  on 
to  find  real  jobs.  KMUN  will  eventually  die. 

We  will  immediately  lose  all  national  programming  with  the  exception  of 
the  free  shows.  These,  of  course,  will  soon  be  gone  because  most  are  produces  at 
stations  supported  by  CPB.  Eventually,  as  the  transmitter  breaks  or  the  STL  gives 
up  •-  and  with  no  NTIA  funds  —  the  station  will  simply  be  unable  to  continue  to 
broadcast.  Bleak,  huh?  And  what  would  the  local  populations  of  the  forty  tiny 
towns  and  communities  we  service  in  northwest  Oregon  and  southwest 
Washington  lose  without  us  on-air? 

How  about  bedtime  stories  read  each  night  during  the  week  at  8  PM  by 
local  readers  with  a  chapter  book  and  short  stories  and  lullabies  to  put  the  kids  to 
bed  with?  (On  the  air  for  10  years  here).  How  about  the  "alternative  to  Saturday 
morning  cartoons"  the  Skinnamarink  show  with  kids,  music,  stories,  and  games 
each  week  produced  by  local  school  teachers  and  librarians?  ( On  our  air  for  9 
years).  How  about  our  Spanish  language,  culture,  and  music  program  organized 
by  local  Hispanic  volunteers,  a  growing  but  poor  community  here?  How  about 
the  classical  music  unavailable  on  any  other  station  for  300  miles  or  jazz  or  folk 
music  or  local  news  and  public  affairs?  How  about  coverage  of  the  county 
commission  meetings  and  the  state  legislature?  (Not  done  by  the  commercial 
stations  here).  All  this  and  NPR  news.  Car  Talk,  Thistle  and  Shamrock.  Talk  of 
the  Nation. ..all  would  go  without  assistance. 
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It  isn  'tfor  lack  of  support  locally.  We  have  more  than  a  thousand 
members.  More  than  two  hundred  volunteers  including  Republicans.  Democrats. 
Independents  and  non-politicals.  The  county  district  attorney  is  our  Friday  night 
Jazz  programmer.  We  have  affiliated  with  the  local  newspaper  for  a  public 
affairs  forum  show  and  teamed  with  the  community  college  as  their 
communications  department  teaching  the  radio  class  for  credit.  We  are  the 
prototype  of  the  most  accessible  radio  in  the  world.  We  advertise  for  people  to 
come  learn  to  be  radio  programmers  and  producers  without  regard  to  political  or 
economic  status.  Radio  for  elites?  Bull  bleep!  Our  community  is  on  the  air 
talking  with  each  other,  here! 

Don  7  let  the  misinformation  campaign  do  its  job  in  D.C.  When  you  testify 
tell  them  about  real  public  (access)  radio.  You  can  mention  our  name.  Good 
luck  and  thanks  for  your  time. 

Doug  Sweet 
KM  UN  Station  Manager 

MORE  MONEY  IS  SPENT  ON  US  BROADCASTING  OUTSIDE  THE  U.S. 

I  am  somewhat  mystified  as  to  why  CPB  funding  has  been  targeted  for  major  cuts.  The  Federal 
Government  spends  more  on  Radio  Free  Asia,  international  broadcasting  and  Radio  and  TV  Marti 
-to  beam  signals  at  Cuba  which  are  generally  jammed  and  which  in  turn  play  havoc  with 
broadcasters  in  Miami-than  it  spends  on  public  radio  and  television  for  the  American  people.  The 
U.S.  taxpayer  in  1995  is  expected  to  spend  $350  million  to  provide  news  and  entertainment  to 
people  outside  the  U.S.,  compared  to  the  $285  million  than  we  will  spend  on  public  broadcasting 
for  ourselves.  Maybe  this  debate  is  not  about  money. 


CABLE  IS  NOT  A  SUBSTITUTE  FOR  PUBLIC  BROADCASTING 

Federal  funding  for  public  broadcasting  was  established  in  1967  so  that  there  would  be  some 
support  for  programming  that  would  not  be  created  or  nurtured  by  the  marketplace.  Programming 
that  serves  children,  people  of  color,  women,  the  disabled  and  so  on.  I  have  heard  the  argument 
that  with  the  development  of  cable,  public  broadcasting  is  no  longer  needed  since  there's  Lifetime 
for  women.  Black  Entertainment  Television,  Nickelodeon  for  children  and  so  on.  This  is  surely  a 
"let  them  eat  cake"  argument. 

Cable  is  not  a  substitute  for  public  broadcasting.  Where  cable  exists,  only  60%  of  the  households 
subscribe.  And  it  is  the  cable  operators  who  decide  what  channels  will  be  offered  and  how  much 
they  will  cost  and  where  communities  are  "worth"  laying  down  cable  or  upgrading  to  fiber.  Cable 
operators  do  not  have  the  same  responsibilities  that  broadcasters  do.  Unlike  public  broadcasting, 
cable  operators  do  not  have  to  operate  in  the  public  interest,  nor  are  they  subject  to  the  same  rules 
on  content  or  requirements  for  equal  time  for  political  candidates,  or  for  community  review  of 
their  operations. 

PUBLIC  BROADCASTING  WILL  OPEN  UP  THE  INFORMATION  AGE  TO 

EVERYONE 

Are  we  ready  to  give  up  on  twenty-five  years  of  federal  support  for  public  broadcasting  just  as  the 
nation  is  beginning  to  understand  the  potential  of  the  information  age  to  unite  communities  within 
urban  areas  and  within  interest  areas  across  the  nation?  Continued  federal  support  for  public 
broadcasting  will  guarantee  that  all  communities  in  the  country,  rural  and  urban,  remote  and  inner 
city,  will  benefit  from  the  promises  of  telecommunications:  to  learn  about  each  other,  to  learn 
from  each  other,  to  share  the  music  and  the  stories  and  the  thoughts  and  the  judgements  from  a 
variety  of  viewpoints.  This  is  the  mission  of  community  radio  and  public  broadcasting. 
Community  radio  still  believes  in  this  mission.  Federal  support  helps  us  to  accomplish  it. 
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STATEMENT  OF  MARY  KAYE  RICHTER,  ON  BEHALF  OF  THE  NATIONAL 
FOUNDATION  FOR  ECTODERMAL  DYSPLASIAS 

Once  again,  I  am  privileged  to  provide  this  testimony  for  this  august  body  on  behalf 
of  the  National  Institute  of  Dental  Research  and  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin.  The  support  of  past  Congresses  has  enabled  this  country 
to  maintain  the  finest  medical  research  institution  in  the  world.  A  true  gem  among 
government  agencies,  the  National  Institutes  of  Health  stands  tall  in  its  roles  as 
servant  to  the  people,  caretaker  of  the  nation's  health,  miser  of  funds,  and  purveyor 
of  accomplishment.  The  Congress  is  to  be  congratulated  for  its  support  of  this 
crucial  component  to  health  care  progress. 

Given  the  combination  of  a  budget-conscious  Congress  with  many  new  members, 
writing  this  testimony  has  become  an  unusually  difficult  process.  On  one  hand,  I  do 
not  want  to  restate  what  is  often  obvious  to  those  individuals  familiar  with  the 
National  Institutes  of  Health  and  on  the  other,  I  have  real  concerns  about  what  could 
possibly  be  a  lack  of  appreciation  for  the  mission  of  the  National  Institutes  of  Health 
among  freshmen  members  of  our  legislative  body.  I  beg  the  patience  of  those 
among  the  former  and  ask  for  the  rapt  attention  of  the  latter. 

Perhaps  it  is  important  for  all  of  us,  at  this  point,  to  review  the  primary 
responsibilities  of  our  government.  If  a  person  believes  governmental 
responsibilities  embody  those  related  to  the  well-being  of  our  citizens,  then  the 
operation  and  function  of  the  National  Institutes  of  Health  must  be  included. 
Clearly,  few  agencies  touch  the  lives  of  each  and  every  one  of  our  citizens  like  the 
N.I.H.  The  keys  to  our  body's  secrets  lie  at  the  National  Institutes  of  Health. 
Whether  through  intramural  (that  done  on  site)  research  or  through  its  extramural 
(grants  provided  to  researchers  located  elsewhere)  program,  the  N.I.H.  funds 
projects  which  serve  as  building  blocks  upon  which  great  discoveries  are  routinely 
made.  These  discoveries  impact  all  of  our  citizens  regardless  of  gender,  age, 
geographical  location  or  ethnicity.  Furthermore,  the  National  Institutes  of  Health  is 
the  repository  of  in-depth  information  related  to  untold  numbers  of  disorders, 
diseases  and  circumstances.  Clinicians  and  their  clients  can  easily  access  the  latest 
information  relative  to  treatment  or  care  from  a  growing  number  of  Institutes  and 
those  interested  in  obscure  conditions  can  contact  the  Rare  Disease  Office  for  help. 

Those  people  unfamiliar  with  the  mission  of  the  National  Institutes  of  Health  may 
feel  that  private  companies  could  assume  its  role.  While  on  the  surface  that  might 
seem  to  some  individuals  to  be  an  alternative,  such  thinking  could  only  be  born  out 
of  ignorance.  The  N.I.H.  pursues  avenues  of  research  which  would  be  totally 
ignored  by  private  business.  For  example,  the  pool  of  ectodermal  dysplasia  patients 
(E.D.)  is  relatively  small  and  consequently  of  little  interest  to  profit  making 
companies  which  depend  on  large  numbers  for  the  sale  of  pharmaceuticals.  In  plain 
language,  it  is  doubtful  that  a  pharmaceutical  firm  will  ever  make  any  money  on 
E.D.  However,  study  of  this  group  of  patients  has  already  yielded  information 
which  has  been  beneficial  to  these  patients  as  well  as  to  others. 

The  ectodermal  dysplasias  are  a  unique  group  of  more  than  1 50  genetic  syndromes 
which  include  abnormalities  in  the  hair,  sweat  glands,  teeth  and  nails.  These 
ectodermal  defects  may    ultimately  provide  key  clues  to  understanding  of  the 
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development  of  the  ectoderm  to  improve  care  for  anyone  suffering  because  of  a  lack 
of  hair  or  teeth  among  other  things.  For  example,  the  National  Institute  of  Dental 
Research  is  currently  conducting  an  intramural  project  to  ascertain  the  safety  and 
efficacy  of  dental  implants  in  children  affected  by  E.D.  The  children,  who  have  few 
if  any  teeth,  have  implants  imbedded  in  their  lower  jaws  to  which  prosthetics  are 
ultimately  affixed.  Not  only  has  this  project  enhanced  the  lives  of  these  edentulous 
children,  but  it  has  also  provided  critical  information  in  our  understanding  of  the 
process.  As  a  result,  oral  surgeons  may  confidently  provide  similar  care  for  any 
children  who  lose  permanent  teeth  through  disease,  injury  or  accident.  In  addition, 
because  the  jaw  bones  of  those  affected  by  E.D.  are  so  poorly  developed,  surgeons 
are  better  able  to  provide  implants  for  older  adults  whose  jaw  bones  have  resorbed 
after  years  of  denture  wearing.  The  handful  of  children  affected  by  E.D.  who  have 
participated  in  the  ordeal  of  the  implant  process  have  brightened  the  lives  of 
thousands  upon  thousands  of  this  countries'  citizens.  Some  may  call  these  children 
"Guinea  pigs"  —  I  choose  to  call  them  heroes. 

Similarly,  research  conducted  at  both  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Research  and  the  National  Institute  of  Dental  Research 
have  helped  ferret  out  the  gene  responsible  for  the  X-linked  recessive  form  of 
ectodermal  dysplasia,  the  most  common  type  of  these  syndromes.  Now,  women  at 
risk  for  passing  on  this  gene  can  be  identified.  In  addition,  the  testing  allows  for  the 
early  diagnosis  of  new-boms  who  may  be  affected  by  the  disorder,  thereby  enabling 
appropriate  care  from  birth,  minimizing  the  damaging  effects  of  the  disorder  and 
lowering  infant  mortality.  This  important  research  not  only  is  invaluable  to  those  at 
risk  for  passing  on  the  gene  but  is  an  important  piece  of  the  human  genome  puzzle. 
Neither  of  these  projects  nor  scores  like  them  would  have  been  undertaken  by  a 
private  firm.  However,  it  is  this  very  type  of  research  that  has  made  the  National 
Institutes  of  Health  the  single  most  important  research  facility  not  only  in  this 
country  but  the  world. 

In  all  honesty,  some  fifteen  years  ago,  I  had  never  heard  of  the  National  Institutes  of 
Health  and  I  suspect  even  a  few  members  of  Congress  had  not  heard  of  it  prior  to 
coming  to  Washington.  Perhaps  this  lack  of  familiarity  may  be  a  potential  source  of 
the  National  Institutes  of  Health's  financial  downfall.  But  we  must  remember 
researchers  and  those  individuals  who  administer  their  efforts  do  not  have  time  or 
money  to  spend  in  popularity  campaigns.  Their  single  focus  has  been  and  remains 
research.  Improving  lives,  whether  short  term  or  long  term,  is  their  goal.  Having 
visited  the  campus  many  times,  I  remain  awed  at  the  commitment  and  perseverance 
of  those  dedicated  scientists  who  labor  there.  Where  else  would  you  find  so  many 
highly-educated  individuals  so  passionate  about  their  work?  Where  else  would  you 
find  a  group  so  dedicated  to  the  projects  before  them  that  the  long  hours  worked 
come  without  complaint  or  additional  financial  remuneration?  Where  else  would 
employees  struggle  on  in  inefficient,  postage-stamp  sized  laboratories  to  advance 
our  understanding  of  the  body?  How  long  can  we  expect  their  efforts  to  continue 
while  talk  of  diminishing  budgets  and  lures  from  corporate  America  swirl  around 
them? 

Clearly,  the  future  of  the  National  Institutes  of  Health  is  in  the  hands  of  the 
Congress.  Whether  or  not  the  Institutes  are  enabled  to  build  on  their  incredible  past 


250 


successes  depends  on  the  decisions  of  those  responsible  for  appropriating  this 
country's  tax  resources.  My  suspicions  are  that  my  literary  efforts  to  this  point  may 
be  ineffective  as  you  probably  have  your  own  preconceived  notions  of  our  country's 
role  in  medical  research.  However,  perhaps  if  I  put  my  concerns  in  more  personal 
terms  you  might  better  appreciate  my  perspective. 

Seventeen  years  ago  my  husband  and  I  welcomed  to  our  family  the  third  of  our 
children.  I  proudly  tell  people  that  we  are  the  fortunate  parents  of  a  son  (Michael), 
daughter  (Sharon)  and  a  special  order  (Charles).  The  last  of  the  three  children  is 
affected  by  hypohidrotic  ectodermal  dysplasia.  As  a  result,  he  has  very  thin  hair, 
only  two  teeth  of  his  own,  and  he  cannot  perspire.  When  he  was  diagnosed,  we 
were  told  he  could  never  play  outside,  he  would  not  do  well  in  school  and  he  would 
need  to  be  fitted  with  dentures.  Fortunately,  it  was  only  the  latter  that  was  really 
true.  Today,  he  is  a  high  school  junior,  a  member  of  the  varsity  soccer  team,  a 
former  class  president,  and  does  well  enough  in  school  to  be  looking  forward  to  his 
days  in  college.  He  was  fitted  with  his  first  set  of  dentures  when  he  was  just  over 
two  years  of  age.  As  he  grew,  they  were  frequently  changed.  Because  he  had  very 
little  jaw  bone,  he  still  found  chewing  food  difficult  and  was  annoyed  when  the 
dentures  slipped  while  he  talked.  His  diet  consisted  mostly  of  cereal,  soups,  and  ice 
cream  as  most  meats,  vegetables  and  fruits  were  impossible  for  him  to  chew.  The 
implant  project  at  the  National  Institute  of  Dental  Research  changed  all  that  when  he 
became  a  part  of  research  which  not  only  changed  his  life  but  improved  the  future 
for  any  child  or  adult  who  may  lose  a  permanent  tooth.  I  suppose  I  am  the  only 
mother  that  has  ever  cried  in  a  Taco  Bell  because  her  child  could  bite  through  a 
burrito.  But  when  your  child  is  thirteen  years  of  age  and  he  has  taken  his  first  real 
bit  through  a  piece  of  food,  it  can  effect  you  that  way.  There  is  no  doubt  in  my  mind 
that  the  future  is  bright  for  Charles  as  a  direct  result  of  the  care  at  the  National 
Institute  of  Dental  Research  that  so  positively  impacted  his  life.  Now,  because  of 
kids  like  Charles,  countless  scores  of  children  and  adults,  who  may  need  a  similar 
procedure  for  single  or  multiple  tooth  replacement,  can  proceed  with  confidence  that 
it  is  a  safe  and  effective  method  of  treatment.  Patients  affected  by  ectodermal 
dysplasia  were  the  only  possible  patient  pool  to  prove  the  hypothesis  and  the 
National  Institute  of  Dental  Research  was  the  only  appropriate  place  for  such 
research  to  be  conducted. 

When  pondering  the  future  of  the  Institutes  and  suggestions  which  have  been  made 
to  decrease  the  budgets  therein,  I  am  reminded  of  those  incidents  to  which  we  are 
inclined  to  say,  "surely  you  jest."  For  example,  labor  negotiations  that  begin  with 
outlandish  proposals  from  either  side  may  stimulate  such  a  response.  When  I 
learned  of  the  5%  budget  reduction  proposed  in  the  recision  bill,  I  had  a  similar 
response.  Clearly,  anyone  with  any  experience  with  the  National  Institutes  of 
Health  would  not  make  such  a  suggestion  as  it  is  preposterous.  Similarly,  I  cannot 
and  will  not  suggest  that  the  Congress  support  an  unrealistic  increase  in  the  budget 
for  National  Institutes  of  Health.  What  I  do  hope  is  that  rational  minds  will  prevail 
and  support,  at  the  very  least,  increases  in  the  National  Institutes  of  Health  budget 
equal  to  increases  in  the  cost  of  living. 

As  I  conclude  my  comments  relative  to  funding  for  the  National  Institute  of  Dental 
Research  and  the  National  Institute  of  Arthritis,  Musculoskeletal  and  Skin,  I  would 
ask  the  reader  to  once  again  contemplate  the  role  of  the  federal  government.  If  that 
role  has  relevance  to  national  health  issues,  then  we  must  be  prepared  to  provide  the 
financial  resources  for  the  National  Institutes  of  Health  to  do  the  job  which  has  been 
mandated.  Anything  less  will  return  us  to  dark  ages. 
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STATEMENT  OF  KATHLEEN  WALGREN,  CHAIRPERSON,  NATIONAL 
FUEL  FUNDS  NETWORK 

I  want  to  thank  the  Chairman  and  the  members  of  the 
committee  for  the  opportunity  to  submit  this  testimony.  The 
National  Fuel  Funds  Network  (NFFN),  which  I  represent  as 
Chairperson,  supports  adequate  funding  for  the  Low  Income  Home 
Energy  Assistance  Program  (LIHEAP)  at  no  less  than  $  1.319 
billion  for  FY  96. 

The  National  Fuel  Funds  Network  is  a  membership 
organization  comprised  of  over  215  dues  paying  representatives 
of  private  fuel  and  energy  assistance  funds,  community  action 
agencies,  social  service  organizations,  utility  companies, 
trade  associations  and  private  citizens.  Our  member 
organizations  are  located  in  44  states  and  the  District  of 
Columbia.  The  NFFN  is  concerned  with  the  ongoing  energy  crisis 
that  is  being  experienced  by  the  poor  of  America. 

Fuel  funds  are  organizations  that  raise  private  money  in 
their  local  communities  to  help  low-income  households  pay  their 
home  energy  bills.  Fuel  funds  come  in  many  different  shapes  and 
sizes.  They  range  from  small  church  groups  which  distribute 
hundreds  of  dollars  in  a  single  neighborhood  to  large, 
independent  organizations  which  distribute  millions  of  dollars 
across  a  state.  Fuel  funds  can  be  a  division  of  a  large,  social 
service  agency  or  they  can  be  operated  by  an  energy  company. 

Whatever  their  form,   fuel  funds  were  developed  to  address 
the  needs  of  the  poor  who  are  unable  to  pay  their  home  energy 
bills.  They  all  raise  and  distribute  private  sector  monies  and 
they  all,   inevitably,  discover  that  the  resources  they  command 
and  the  resources  provided  by  LIHEAP,  are  inadequate.  As  a 
consequence,   fuel  funds  become  involved  in  attempting  to 
increase  the  resources  available  to  help  the  poor  meet  their 
energy  needs. 

Together  the  286  plus  fuel  and  energy  assistance  funds 
that  have  developed  in  the  last  sixteen  years  raise  private 
energy  assistance  dollars  at  the  local  level  to  supplement 
inadequate  LIHEAP  funding.  Nationally  fuel  funds  make  heating 
and  cooling  bill  assistance  payments  of  over  $  68  million 
dollars  each  year  on  behalf  of  some  533,000  families.  These 
payments,  while  vitally  needed,  are  quite  small  in  comparison 
to  the  $  1.319  billion  in  FY  95  LIHEAP  funding.  The  families 
served  by  fuel  funds  rank  among  the  "poorest  of  the  poor"  in 
America;    the  majority  have  annual  household  incomes  of 
$  10,000  or  less. 

From  1991  to  1993  fuel  funds  across  America  have 
experienced  a  9%  increase  in  the  amount  of  private  dollars 
distributed  on  behalf  of  the  poor  and  have  seen  the  average 
dollar  amount  of  assistance  rise  by  10.3%,  from  $  116  to 
$  128,  during  the  same  period.  As  LIHEAP  funding  continues  to 
decrease  other  sources  of  payment  assistance,  such  as  private 
fuel  and  energy  assistance  funds,  have  taken  on  increased 
importance  to  fill  the  gap  between  the  need  for  assistance  and 
available  federal  funds.  While  the  amount  of  funds  from  fuel 
funds  have  increased  by  9%  from  1991  to  1993,  the  federal  funds 
available  for  such  assistance  have  decreased  by  over  18%  during 
the  same  period. 

Some  may  suggest  that  private  fuel  funds  and  other 
charitable  contributions  will  make  up  the  deficit  resulting 
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from  further  cuts  in  LIHEAP  funding.  Others  will  point  to  fuel 
funds  as  an  example  of  the  kinds  of  help  that  could  potentially 
take  the  place  of  LIHEAP.  As  thankful  as  we  are  for  the 
continued  generous  response  from  our  private  donors  across  the 
country,  we  are  painfully  aware  that  our  efforts  still  fall  far 
short  of  the  need.  It  is  apparent  upon  review  of  the  relative 
funding  levels  that  privately  raised  energy  assistance  dollars 
can  only  supplement  LIHEAP  dollars  and  can  never  take  the  place 
of  federal  energy  assistance  funds. 

LIHEAP  remains  the  largest  source  of  energy  assistance 
for  low-income  Americans.   In  1994,  6.1  million  American 
families  relied  on  LIHEAP  to  help  them  make  it  through  the  cold 
of  winter  or,  while  Energy  Crisis  monies  were  available,  to 
help  them  through  the  heat  of  summer.  LIHEAP,  however,  is  an 
under-funded  program.  LIHEAP  has  contributed  more  than  its 
share  to  deficit  reduction  during  the  last  ten  fiscal  years, 
suffering  a  cumulative  loss  of  over  $  781  million  in  funding 
and  700,000  households  served,   from  FY  1985  to  FY  1994. 

In  1992,   an  estimated  27.5  million  American  households  had 
incomes  under  the  federal  maximum  LIHEAP  standard  and  an 
estimated  18.5  million  households  had  incomes  under  the 
stricter  income  standards  adopted  by  many  states.  Yet,  only 
approximately  21.5  %  of  families  with  incomes  less  that  the 
federal  maximum,  and  31.9%  of  families  under  the  stricter  state 
standard,   received  LIHEAP  heating  assistance  in  1992. 

It  is  for  this  reason  that  the  NFFN  is  alarmed  and 
appalled  after  hearing  reports  that  the  House  Appropriations 
Committee  has  proposed  rescinding  all  of  the  FY  96  funding  for 
LIHEAP.  With  the  program's  virtual  elimination,  over  6  million 
needy  families  will  be  left  literally  "out  in  the  cold"  next 
winter. 

Further  cuts  to  an  already  underfunded  program  will  have  a 
devastating  effect  on  the  poor  of  our  country.  In  FY  92,  the 
last  year  for  which  national  information  is  available,  nearly 
50%  of  LIHEAP  recipient  households  had  average  annual  incomes 
of  less  than  $  6,000.  Over  72%  of  LIHEAP  recipient  households 
had  average  annual  incomes  at  or  below  $  8,000 —  about  only 
$  2,800  per  family  member  on  the  average.  We  can  better 
understand  the  difficult  decisions  facing  LIHEAP  recipients  if 
we  imagine  how  hard  it  would  be  just  to  feed  oneself  with  this 
amount —  which  is  less  than  $  8  per  day  —  and  also  pay  for 
housing,  heat  and  other  essentials. 

While  the  energy  crisis  of  the  late  1970* s  is  over  for 
most  Americans,  the  energy  crisis  continues  for  low  income 
Americans  and  has  actually  grown  in  impact.  A  recently  released 
study  by  the  National  Consumer  Law  Center  (NCLC)  reports  that 
over  20  million  low-income  Americans  are  burdened  by 
unaffordable  energy  bills.  According  to  Energy  and  the  Poor — 
The  Crisis  Continues,   in  1992,  the  average  American  household 
spent  3.8%  of  its  income  on  energy  bills.  On  average,  AFDC 
families,  who  have  the  lowest  incomes  and  the  highest  energy 
burden  (ratio  of  energy  costs  to  income),  devoted  25%  of  their 
income  to  energy  bills.  For  single,  elderly  poor  and  disabled 
living  on  SSI,  the  average  energy  burden  is  over  19%.  For  a 
minimum  wage  earner  heading  a  three  person  family,  the  energy 
burden  is  around  12%. 


The  1995  NCLC  report  also  concluded  that,  for  the  period 
of  1988  to  1992,  energy  prices  increased  at  a  rate  faster  than 
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the  growth  in  income  of  poor  families.  During  the  same  period, 
the  average  heating  benefit  for  LIHEAP  households  decreased, 
with  the  most  substantial  increases  occurring  in  the  states  of 
New  York,  Connecticut,  New  Mexico  and  Texas. 

The  NCLC  report  also  exploded  a  common  misconception 
regarding  energy  costs  for  households  in  southern  states:  that 
warmer  climates  mean  lower  energy  usage,  and  consequently, 
lower  energy  bills,  particularly  when  compared  with  the  colder 
states.  But  given  the  hazardous  nature  of  hot  weather 
conditions,   it  is  necessary  for  southern  residents  to  have  some 
sort  of  cooling  system  generated  by  electricity,  which  runs  at 
a  higher  cost  per  mmbtu  that  any  other  fuel.  It  was  also  found 
that  low-income  households  in  hot  states,  as  a  rule,  use  more 
expensive  primary  fuels  and  that  LIHEAP  benefits  in  the  hotter 
states  are  remarkably  lower  than  the  already  inadequate  LIHEAP 
benefits  given  to  low-income  residents  of  colder  states. 

The  result  of  these  combined  factors  point  to  an  energy 
burden  on  warm  state  low-income  residents  that  is  as 
significant  as  the  burden  on  residents  of  cold  states.  These 
findings  came  as  no  surprise  to  the  NFFN.  One  of  our  member 
organizations,  Project  Share,  the  Georgia  statewide  fuel  fund, 
has  received  nationwide  recognition  as  one  of  the  largest 
private  energy  assistance  efforts  in  the  country. 

As  a  result  of  the  disproportionately  high  energy  burden 
placed  on  the  poor,  approximately  1.125  million  low-income 
households  suffered  heat  interruptions  during  the  winter  of 
1990-91  (the  most  recent  data  available)  due  to  an  inability  to 
pay.  That  is  almost  2.5  times  the  469,000  reported  in  the 
winter  of  1987-88.  This  number  does  not  include  households  who 
have  suffered  a  non-heat  related  utility  disconnection.  Heat 
interruptions  due  to  financial  reasons  for  low-income 
households  lasted  an  average  of  18.5  days.  Of  the  low-income 
households  suffering  financial  heat  interruptions,  69%  were 
households  with  children  and  55%  were  non-welfare  poor. 


More  often  than  not,  the  receipt  of  assistance  to  pay 
utility  bills  can  mean  the  difference  between  households  having 
a  safe  and  warm  winter  season,  or  suffering  deadly 
consequences.  When  some  of  the  families  who  had  experienced  a 
periodic  loss  of  their  heating  utility  were  asked  what  they  did 
for  heat  when  they  had  a  heat  interruption,  54%  of  the 
households  said  they  were  not  able  to  heat  their  home.  Thirty- 
nine  percent  reported  that  they  heated  one  or  two  rooms  with 
another  heat  source  such  as  a  fireplace,  cooking  stove  or 
portable  heater.  Over  a  million  households  reported  using  a 
cooking  stove  to  keep  warm —  clearly  a  fire  hazard. 

In  1991,  cooking  stoves  were  involved  in  over  81,000  fires 
resulting  in  243  deaths.   In  1992,  there  were  6,100  fires  caused 
by  candles  resulting  in  102  deaths.  Portable  heaters  and  other 
space  heaters  and  related  equipment  account  for  three-fourths 
of  all  home  heating  fires  and  four  out  of  five  associated 
deaths.  While  total  home  heating  fires  have  fallen  60%  from 
1980-1991,  by  contrast,  portable  heating  equipment  fires  have 
increased  4%.  Children  under  6  and  the  elderly  are  three  times 
more  likely  to  die  in  a  fire  than  a  20-49  year  old. 

There  is  a  misconception  that  heating-related  fires  is  a 
problem  only  in  northern,  cold  climates.  However,  the  most 
common  cause  of  rural  residential  fire  in  seven  southern  states 
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was  heating —  accounting  for  41.8%  of  all  fires.   In  fact,  nine 
southern  states,  Alabama,  Arkansas,  Georgia,  Louisiana, 
Mississippi,  North  Carolina,   South  Carolina,  Tennessee  and  West 
Virginia,   rank  among  the  top  eleven  in  fire  deaths  per  capita 
and  also  rank  in  the  top  eleven  in  poverty.  All  have  high  rates 
of  rural  poverty.  The  number  one  problem  for  fire  risk  for  the 
rural  poor  is  the  misuse  and  overtaxing  of  portable  and  fixed 
area  heating  equipment. 

In  my  home  state  of  Michigan,  Detroit  area  fire 
departments  are  now  supplying  free  smoke  detectors  to  fuel  fund 
clients  who  request  them.  The  NFFN  is  actively  working  with  the 
National  Smoke  Detector  Project  to  help  build  partnerships 
between  local  fire  departments  and  fuel  funds  to  assist  with 
community-based  fire  prevention  programs.  Hopefully,  these 
programs  will  serve  as  models  for  communities  everywhere.  But, 
common  sense  and  experience  dictate  that  prevention  is  the  best 
medicine;  and  in  regard  to  heat-related  fires,   the  best 
prevention  is  to  keep  the  primary  heat  source  on! 

There  are  some  who  believe  LIHEAP  to  be  a  form  of  welfare 
and  lay  claim  that  the  poor  receive  "free"  energy.  A  closer 
look  at  LIHEAP  recipients  belies  this  claim.  While  some  AFDC 
families  do  participate  in  LIHEAP,  less  than  one-third  of 
LIHEAP  recipients  receive  AFDC  or  welfare  benefits,  whereas  38% 
of  the  recipients  are  elderly.  Low-income  wage  earners,  who 
were  not  receiving  any  form  of  public  assistance  at  the  time  of 
application  to  LIHEAP,  are  also  LIHEAP  recipients. 

As  to  the  perception  that  the  poor  receive  "free"  energy, 
one  need  only  look  at  the  billing  procedures  and  credit 
practices  employed  by  energy  providers.  All  utility  customers 
are  required  to  make  periodic  payments  or  risk  a  discontinuance 
of  service.  Many  deliverable  fuels  require  low-income  customers 
to  pay  C.O.D.  The  average  LIHEAP  heating  benefit  in  the  48 
states  plus  the  District  of  Columbia  in  fiscal  year  1992  was 
$  214  for  the  whole  year.  This  grant  size  is  insufficient  to 
meet  the  total  heating  costs  of  a  low-income  household.  Using 
data  provided  by  the  NCLC  study,   in  North  Dakota,   for  example, 
the  average  LIHEAP  benefit  covered  almost  one-half  of  the 
annual  low-income  household's  energy  costs.  On  the  other  end  of 
the  spectrum,  however,   in  Texas,  the  average  $  39  benefit  did 
not  even  cover  4%  of  the  energy  bill.  Consequently,  most  LIHEAP 
families  must  make  payments  in  addition  to  LIHEAP,   as  best  they 
can.  LIHEAP  families  do  not  receive  "free"  heat  nor  are  their 
household  energy  costs  totally  subsidized  by  tax  dollars  or 
even  charitable  donations. 

There  are  also  claims  that  LIHEAP  is  a  form  of  "welfare" 
for  the  energy  providers  and,   if  LIHEAP  funds  are  further  cut 
or  even  eliminated,  utility  companies  will  conveniently  roll 
the  shortfalls  generated  by  the  loss  of  LIHEAP  funds  into  the 
rates  of  other  residential  customers.  The  assertion  is  simply 
wrong.  State  utility  regulatory  commissions  set  the  rates  that 
utility  companies  are  allowed  to  charge  their  customers 
following  detailed  hearings  at  which  the  components  that  go  to 
make  up  the  rates  are  carefully  analyzed.  Thus,  a  company  is 
generally  not  authorized,  on  its  own,  to  spread  the  expense  of 
non-paying  low  income  customers  over  its  rate  base.  State 
commissions  also  regulate  bad  debt  write-offs  by  utility 
companies.  Rather  than  shortfalls  somehow  being  magically 
absorbed  by  utility  companies  or  their  customers,  the  more 
likely  outcome  is  that  families  dependent  on  LIHEAP  will 
eventually  have  some  or  all  of  their  utility  services 
discontinued  if  the  federal  program  is  eliminated. 
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While  we  who  daily  serve  the  energy  needs  of  low-income 
households  understand  the  difficult  task  of  balancing  the 
federal  budget  that  is  now  before  Congress,  we  respectfully, 
but  urgently  request  you,  as  you  consider  funding  for  FY  96,  to 
keep  in  mind  the  important  role  that  LI HEAP  plays  as  a  safety 
net  for  millions  of  our  nation's  poor.  Your  actions  today  will 
greatly  assist  those  who  daily  struggle  to  protect  themselves, 
their  elderly  parents  and  their  children  from  the  extremes  of 
weather. 

Thank  you  for  your  careful  consideration  of  this 
testimony. 


STATEMENT  OF  GEORGE  A.  ZITNAY,  PRESIDENT  AND  CEO,  NATIONAL 
HEAD  INJURY  FOUNDATION 

Mr.  Chairman  and  Members  of  the  Committee.  My  name  is  George  Zitnay,  and  I  am  the 
President  and  CEO  of  the  National  Head  Injury  Foundation.  Thank  you  for  permitting  me  to- 
submit  testimony  before  your  subcommittee  today  on  the  very  important  topic  of  traumatic  brain 
injury  and  appropriations  for  the  programs  dedicated  to  the  prevention  and  treatment  of  brain  in- 
jury. 

I  am  happy  to  tell  you  that  the  National  Head  Injury  Foundation  is  celebrating  its  15th 
year  in  1995.  NHIF  is  a  national,  non-profit  advocacy  organization  dedicated  to  the  concerns  of 
individuals  with  TBI  and  composed  of  these  individuals  as  well  as  their  families,  and  the  provid- 
ers who  serve  them.  What  began  as  a  small  group  in  a  mother's  kitchen  in  1980  has  blossomed 
into  a  national  organization  with  45  state  affiliates,  25,000  members,  and  over  800  support 
groups.  NHIF  is  dedicated  to  improving  the  quality  of  life  of  persons  with  TBI  as  well  as  pro- 
moting prevention  of  brain  injuries. 

Mr.  Chairman,  every  year  two  million  Americans  sustain  a  brain  injury.  Of  those, 
500.000  are  injured  seriously  enough  to  be  hospitalized  or  die  prior  to  hospitalization.  Between 
70.000  and  90,000  will  have  serious  physical  or  mental  disabilities  for  the  remainder  of  their 
lives.  Brain  injury  is  associated  with  more  deaths  by  trauma  than  injury  to  any  other  specific  part 
of  the  body. 

Traumatic  Brain  Injury  Act  of  1995 

There  is  a  bill  that  goes  a  long  way  to  addressing  critical  aspects  of  brain  injury  that  is 
currently  working  its  way  through  Congress.  This  bill  is  S.  96,  the  Traumatic  Brain  Injury  Act, 
introduced  by  Senators  Hatch  and  Kennedy.  While  this  bill  has  not  yet  been  enacted  into  law, 
we  are  convinced  that  this  legislation  will  be  adopted  shortly.  Last  year,  both  the  House  and  the 
Senate  adopted  versions  of  this  bill,  the  only  differences  being  unrelated  amendments  attached  in 
the  Senate  and  then  in  the  House.  The  bill  authorizes  "such  sums  as  necessary"  to  finance  the 
initiatives  contained  in  the  bill.  I  would  like  to  tell  you  a  little  about  the  TBI  Act  and  what  I  be- 
lieve is  necessary  to  adequately  fund  the  bill. 

As  you  may  know,  Mr.  Chairman,  the  frequency  and  cost  of  TBI  in  the  United  States  is 
on  the  rise.  This  represents  a  challenging  public  health  problem  for  the  provision  of  adequate 
health  and  social  services  to  people  who  have  sustained  a  traumatic  brain  injury.  The  goals  of 
this  legislation  are  to  expand  efforts  to  identify  methods  to  prevent  traumatic  brain  injury;  to  ex- 
pand biomedical  research  efforts  to  prevent  or  minimize  the  extent,  severity,  and  progression  of 
dysfunction  as  a  result  of  traumatic  brain  injury;  and  to  improve  the  delivery  and  quality  of  serv- 
ices through  statewide  demonstration  programs  that  coordinate  services,  advocate  for,  and  protect 
people  with  traumatic  brain  injury. 

The  TBI  Act  will  direct  the  Centers  for  Disease  Control  and  Prevention  to  develop  a  re- 
porting system  to  gather  data  on  the  number  of  individuals  who  have  sustained  a  traumatic  brain 
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injury  and  the  cost  of  the  services  Ihcy  receive.  Hie  CDC  will  also  establish  prevention  projects 
through  public  and  private  entities  designed  to  reduce  the  incidence  of  traumatic  brain  injury. 

The  National  Institutes  of  Health  will  offer  grants  to  conduct  basic  and  applied  TBI  re- 
search that  will  contribute  to  the  creation  of  prevention  strategies.  The  National  Center  for 
Medical  Rehabilitation  Research  at  the  NIH  will  convene  a  consensus  conference  in  order  to  de- 
termine the  state  of  TBI  research  and  plan  for  future  efforts. 

The  TBI  Act  will  also  establish  a  consumer  advisory  group  on  the  state  level.  This  advi- 
sory board  will  be  comprised  of  representatives  from  state  agencies;  public  and  nonprofit  private 
health  related  organizations;  disability  advisory  or  planning  groups;  members  of  state  groups  rep- 
resenting people  with  TBI;  and  any  prevention  programs  within  the  state.  Most  importantly,  this 
advisory  group  must  be  comprised  of  a  substantial  number  of  individuals  with  TBI  and/or  their 
family  members.  These  advisory  councils  will  be  charged  with  monitoring  the  findings  and  con- 
cerns of  federal,  state  and  local  agencies  and  groups,  as  well  as  increasing  public  awareness  and 
input  into  local  and  state  policies  concerning  TBI. 

The  two  programs  that  have  specific  authorizations  for  appropriations  are  the  state  dem- 
onstration projects  and  a  study  and  consensus  conference.  The  demonstration  projects  are  vital 
as  a  front-line  tool  in  prevention  of  TBI  and  coordination  of  services  for  those  who  do  sustain  a 
traumatic  brain  injury.  For  this  program,  we  are  requesting  an  appropriation  of  $8  million.  This 
amount  will  give  several  states  the  opportunity  to  truly  demonstrate  the  efficacy  of  state-wide 
coordination  of  TBI  prevention  and  services. 

The  other  section  requiring  new  appropriations  concerns  a  study  and  consensus  confer- 
ence. There  is  much  to  be  learned  about  traumatic  brain  injury.  We  must  have  a  study  and  con- 
ference conducted  by  the  premier  research  institution  in  the  world,  the  National  Institutes  of 
Health,  in  order  to:  determine  the  incidence  and  prevalence  of  traumatic  brain  injury;  create  a 
uniform  reporting  system  under  which  states  report  incidents  of  TBI;  identify  common  therapeu- 
tic interventions  used  for  the  rehabilitation  of  people  with  TBI;  and  the  development  of  practice 
guidelines  for  the  rehabilitation  of  people  with  traumatic  brain  injury.  For  these  critical  studies 
and  the  conference  we  request  an  appropriation  of  $2  million. 

When  the  Traumatic  Brain  Injury  Act  was  first  introduced  three  years  ago,  the  authoriza- 
tion for  appropriations  to  fund  the  initiatives  contained  in  the  legislation  stood  at  $41  million. 
Today,  with  passage  of  this  bill  being  imminent,  we  ask  for  a  total  of  $10  million  to  begin  to  lay 
the  foundation  for  these  important  initiatives. 

TBI  Centers 

In  1990,  four  regional  traumatic  brain  injury  rehabilitation  and  prevention  centers  were 
funded  by  the  Rehabilitation  Services  Administration.  In  1992,  two  additional  centers  were 
funded.  Each  of  these  centers  received  four  years  of  funding  as  demonstration  programs  to  pro- 
vide an  extraordinary  array  of  services,  including  education,  training,  data  collection,  and  pre- 
vention. Last  year,  the  National  Head  Injury  Foundation  requested  the  funding  of  four  additional 
centers  to  bring  the  total  to  ten  regional  TBI  Centers.  Instead,  four  of  the  six  programs  were  al- 
lowed to  die,  and  we  are  now  down  to  two.  Mr.  Chairman,  I  strongly  urge  this  committee  not  to 
allow  the  two  remaining  centers  to  die  as  well. 

The  centers  have  been  a  major  force  in  the  development  of  prevention  and  training  pro- 
grams for  consumers,  families  and  providers.  Although  the  centers  have  collaborated  on  similar 
projects  and  program  goals,  there  has  been  enough  uniqueness  in  each  one  of  them  to  develop 
demonstration  models  that  have  not  been  redundant. 

Numerous  new  programs  were  developed  to  meet  the  needs  of  individuals  with  TBI  at  all 
ages.  A  broad  range  of  impairments  have  been  addressed.  Vocational,  cognitive  and  psycho- 
social difficulties  have  been  addressed  through  specifically  designed  programs  to  keep  people 
with  TBI  working  in  their  communities,  in  their  families,  and  most  of  all,  out  of  institutions. 


257 


The  centers  have  created  a  forum  in  order  to  bring  consumers  into  service  planning  and 
policy  development.  The  centers  have  influenced  and  altered  public  policy  on  the  local  level  to 
increase  the  efficiency  and  effectiveness  of  resource  allocation  and  utilization.  They  have  devel- 
oped models  for  more  efficient  use  of  state  funds  for  services  in  innovative  ways.  The  centers 
have  been  active  in  the  development  of  surveys  to  define  gaps  in  community-based  services,  in 
vocational  training,  housing,  special  education,  independent  living  services,  and  respite  care. 
The  focus  of  the  centers  was  to  promote  outcomes  that  would  address  increased  employability, 
decreased  cost  of  service  delivery,  increased  efficiency  and  effectiveness  of  the  current  system, 
and  increase  the  number  and  quality  of  injury  prevention  programs.  The  centers  have  come  a 
long  way  in  meeting  these  goals. 

However,  there  is  much  that  remains  to  be  done.  The  burden  of  these  tasks  have  shifted 
from  six  centers  to  just  two.  New  models  of  service  delivery  need  to  be  developed  to  increase 
the  access  to  these  services  to  those  that  need  them.  Partnerships  and  linkages  must  be  devel- 
oped within  the  private  and  public  sector  to  increase  the  collaboration  of  service  delivery,  data 
collection  and  information  dissemination.  Methods  must  be  created  to  increase  employability, 
prevent  secondary  disability,  facilitate  job  retention  and  decrease  the  need  for  public  assistance  to 
individuals  with  TBI. 

Mr.  Chairman,  this  is  not  simply  a  case  of  trying  to  keep  another  federal  bureaucracy 
alive.  Here  we  have  a  chance  at  a  relatively  small  investment,  to  continue  the  vital  work  of  these 
two  remaining  TBI  centers.  The  National  Head  Injury  Foundation  recommends  that  the 
remaining  centers  receive  an  appropriations  of  $2  million  for  FY  1996.  This  is  level  funding 
for  the  program. 

National  Centers  for  Medical  Rehabilitation  Research 

The  National  Center  for  Medical  Rehabilitation  and  Research  (NCMRR)  was  created  in 
1990  as  part  of  the  National  Institute  on  Child  Health  and  Human  Development  (NICHD)  at  the 
National  Institutes  of  Health  (NIH).  The  National  Center  for  Medical  Rehabilitation  Research 
focuses  its  resources  on  all  aspects  of  rehabilitation  research,  particularly  the  functional  limita- 
tions of  persons  with  disabilities  and  chronic  illnesses.  While  most  of  NIH  focuses  on  prevent- 
ing and  "curing"  diseases  and  disorders,  the  NCMRR  focuses  its  resources  on  improving  reha- 
bilitation therapies,  devices,  and  medical  interventions  that  will  enhance  the  ability  of  people 
with  disabilities,  including  those  with  TBI,  to  function  in  society. 

The  NCMRR  has  the  potential  to  link  a  vision  for  greater  independence  and  freedom  with 
49  million  Americans  with  disabilities.  Relatively  small  investments  in  rehabilitation  research 
today  have  the  potential  to  pay  huge  dividends  tomorrow.  The  economic  costs  of  dependency, 
welfare,  and  nonproductivity  for  this  population  cannot  be  understated.  NCMRR-supported  re- 
search can  be  extremely  cost-effective,  leading  to  far  more  reliance  on  the  individual  and  far  less 
reliance  on  government.  In  terms  of  quality  of  life,  NCMRR-supported  research  has  tremendous 
potential  to  positively  affect  the  lives  of  people  with  physical  disabilities. 

Medical  rehabilitation  research  conducted  and  supported  by  the  NCMRR  cuts  across  all 
physical  disability  groups  and  spans  the  lifetime  of  a  person  with  a  disability.  This  research  en- 
compasses the  wide  spectrum  of  disability,  from  the  pathophysiology  of  disabling  conditions 
through  societal  limitations,  which  are  often  the  most  formidable  obstacles  to  achieving  a  high 
quality  of  life. 

NCMRR' s  rehabilitation  research  plan  calls  for  the  creation  of  Centers  of  Excellence 
where  multidisciplinary  rehabilitation  research  would  take  place  that  cuts  across  all  aspects  of 
physical  disability.  The  NCMRR  research  plan  has  identified  several  important  areas  where 
these  centers  would  optimize  the  outcomes  of  rehabilitation  research.  Once  of  these  areas  is  the 
study  of  brain  injury.  Interdisciplinary  centers  have  been  used  by  NIH  to  facilitate  the  pursuit  of 
thematically  focused  research  spanning  many  scientific  disciplines. 
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Fiscal  Year  1994  witnessed  the  most  significant  increase  for  the  NCMRR  at  $14.2  mil- 
lion, a  40%  increase  in  appropriations  over  the  previous  year.  This  increase  significantly  en- 
hanced the  momentum  of  the  NCMRR  throughout  the  rehabilitation  research  community.  Unfor- 
tunately, FY  1995  resulted  in  a  budget  of  approximately  $15  million,  a  modest  increase  over  the 
previous  year. 

Mr.  Chairman,  the  initial  NIH  discussions  concerning  the  creation  of  the  NCMRR  con- 
templated a  $30  million  budget  by  FY  1995.  Yet  the  current  budget  represents  just  half  of  that 
amount.  Because  of  the  cost  effective  potential  of  medical  rehabilitation  research  and  the 
intense  interest  generated  throughout  the  country  concerning  these  research  topics,  we  rec- 
ommend a  FY  1996  appropriation  for  the  National  Center  for  Medical  Rehabilitation  Re- 
search of  $25  million,  an  increase  of  $10  million  over  FY  1995  levels. 

National  Institute  for  Neurological  Disorders 

In  order  to  capitalize  on  the  developments  in  brain  research  at  the  National  Institute  on 
Neurological  Disorders  and  Stroke  (NINDS),  as  well  as  the  National  Institute  on  Aging  and  the 
National  Institute  on  Mental  Health,  we  recommend  a  10%  increase  in  the  NINDS  budget, 
largely  devoted  to  brain  research.  As  we  enter  the  second  half  of  the  Decade  of  the  Brain,  it  is 
vitally  important  to  consistently  increase  funding  for  brain-related  research.  This  .10%  increase 
would  enable  the  Institute  to  raise  the  number  of  RO-1  grants  to  the  1995  level  and  increase  the 
success  rate  in  RO-1  grants  to  255.  It  would  also  keep  all  grants  at  levels  which  accommodate 
biomedical  inflation  and  keep  the  number  of  trainees  to  the  1995  level.  Furthermore,  it  would 
enable  NINDS  to  expand  clinical  initiatives  in  brain  research  regarding  brain  injury  and  stroke  as 
well  as  basic  research  regarding  degenerative  disorders  such  as  Parkinson's  disease,  multiple 
sclerosis,  and  Alzheimer's  and  Huntington's  disease. 

We  also  recommend  a  similar  increase  for  brain-related  research  at  the  National  Institute 
on  Aging,  focused  particularly  on  Alzheimer's  disease,  and  the  National  Institute  on  Mental 
Health. 

Centers  for  Disease  Control  and  Prevention 

Finally,  Mr.  Chairman,  I  would  like  to  make  a  few  comments  about  the  Centers  for  Dis- 
ease Control  and  Prevention.  Recently,  the  National  Center  for  Injury  Prevention  and  Control 
(NCIPC)  has  come  under  attack.  CDC's  NCIPC  plays  a  vital  role  by  coordinating  a  national 
public  health  approach  to  reduce  the  impact  of  injury  and  injury-related  disability.  An  important 
focus  of  NCIPC's  activities  is  central  nervous  system  injury,  including  TBI  and  spinal  cord  in- 
jury. 

Some  of  the  center's  important  activities  include:  surveillance  systems  development  proj- 
ect, to  assist  in  providing  information  on  the  incidence,  risk  factors,  causes,  severity  and  out- 
comes of  TBI.  Such  information  is  essential  in  order  to  design  and  evaluate  effective  programs 
of  prevention  and  care  for  these  injuries;  outcomes,  secondary  conditions,  and  disability  preven- 
tion works  towards  preventing  disabilities  and  secondary  conditions  as  a  result  of  a  TBI  through 
improvements  in  prehospital,  emergency  departments,  and  trauma  care;  and  finally,  and  possibly 
most  importantly,  prevention.  Through  multiple  programs,  NCIPC  is  developing  prevention 
strategies  for  a  broad  range  of  injury  causes,  including  motor-vehicle  crashes,  bicycle-related  in- 
juries, falls,  playground  injuries,  and  injuries  resulting  from  violence.  As  you  can  imagine,  Mr. 
Chairman,  all  of  these  prevention  efforts  impact  the  occurrence  of  TBI  as  well  as  other  injury 
types. 

Mr.  Chairman,  the  National  Head  Injury  Foundation  strongly  recommends  that  the  Na- 
tional Center  for  Injury  Prevention  and  Control  be  fully  funded  next  year,  and  not  abolished. 
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Mr.  Chairman,  I  would  like  to  close  by  once  again  drawing  your  attention  to  the  Trau- 
matic Brain  Injury  Act.  This  is  a  bill  on  which  the  National  Head  Injury  Foundation  has  been 
working  for  over  three  years.  The  eight  million  Americans  living  with  a  traumatic  brain  injury 
are  looking  to  this  Congress  for  enactment  and  funding  of  this  legislation.  I  am  very  confident 
that  this  is  the  year  that  it  will  finally  become  law.  I  would  ask  that  you  and  the  members  of  this 
august  committee  look  favorably  upon  funding  the  important  programs  authorized  within  the  bill. 


STATEMENT  OF  VAL  D.  BIAS,  ON  BEHALF  OF  THE  NATIONAL 
HEMOPHILIA  FOUNDATION 

Mr.  Chairman  and  members  of  the  Subcommittee,  my  name  is  Val  Bias. 
I  am  a  person  with  severe  Factor  IX  deficiency  who  has  acquired 
Hepatitis  B  virus,  Hepatitis  C  virus,  human  immunodeficiency  virus 
(HIV),  and  Parvovirus  through  the  use  of  blood  products.  Two  and 
a  half  years  ago  I  lost  my  wife,  Katie,  as  a  result  of  AIDS 
contracted  through  my  exposure.  I  am  here  today  representing  the 
National  Hemophilia  Foundation  (NHF) ,  a  voluntary  health  agency 
working  to  improve  the  health  and  welfare  of  the  20,000  persons 
with  hemophilia,  von  Willebrand's  disease,  and  other  clotting 
deficiencies  in  the  U.S. 

The  hemophilia  community  continues  to  be  the  first  marker  in  the 
event  of  any  complication  or  virus  that  impacts  the  blood  supply. 
In  effect,  persons  with  hemophilia  serve  as  the  early  warning 
system  for  transmission  of  diseases  through  the  blood  supply. 

Over  the  years,  this  Committee  has  been  very  supportive  of  the 
hemophilia  community  and  its  needs  in  a  number  of  areas. 

Centers  for  Disease  Control  and  Prevention 

*RISK  REDUCTION  - -CDC  funding  has  made  possible  the  work  of  peer 
support  groups  such  as  the  Men's  Advocacy  Network  (MANN),  the 
Women's  Outreach  Network  (WONN) ,  and  the  Chapter  Outreach 
Demonstration  Project  (CODP) .  These  groups  have  addressed  the  HIV 
epidemic  and  have  facilitated  the  rebuilding  of  three  generations 
of  people  with  hemophilia  whose  lives  have  been  devastated  by  HIV. 
By  combining  medical,  psychosocial  arid  peer  leadership  strategies, 
these  groups  have  achieved  remarkable  success  in  reducing  the 
sexual  and  perinatal  spread  of  HIV. 

* HEMATOLOGIC  DISEASES  INTERVENTION  PROGRAM  - -NHF  also  strongly 
supports  CDC's  recently  established  hematologic  disease 
intervention  program,  which  is  designed  to  prevent  or  reduce  the 
complications  associated  with  hemophilia  and  other  bleeding 
disorders.  Bleeding  episodes  can  result  in  severe  joint  damage, 
stroke,  as  well  as  damage  to  other  organ  systems.  In  consultation 
with  NHF  and  its  network  of  treatment  centers,  peer  groups  and 
chapters,  CDC  will  develop  cost-effective  approaches  to  prevent 
disabling  complications  from  bleeding  disorders;   it  will  -- 

■  Define  the  scope  of  the  complications  of  hemophilia  and  other 
bleeding  disorders  and  their  impact  on  health  care  resources. 

■  Assess  the  opportunities  for  reducing  premature  complications, 
crippling  effects  and  death. 

■  Provide  education  on  safe  home  infusion  practices,  joint 
damage  and  other  complication  of  bleeding  disorders  a  through 
peer-led  programs. 

Recommended  Action;  NHF  requests  that  the  FY  1996  Labor-HHS 
Appropriation  Bill  report  provide  for  an  additional  $1.0 
million  for  the  hemophilia  related  program  activities. 
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National  Heart.  Luna  and  Blood  Institute  (NHLBI) 

In  addition,  the  National  Heart,  Lung  and  Blood  Institute  (NHLBI) , 
in  consultation  with  NHF,  developed  a  scientific  blueprint  to 
pursue  hemophilia  gene  therapy  research.  With  strong  support  from 
the  House  and  Senate  Appropriations  Committees,  NHLBI  initiated  an 
extramural  grants  program  in  hemophilia  gene  therapy  research  at  $2 
million . 

Recommended  Action;  NHF  requests  that  the  FY  1996  Labor-HHS 
Appropriation  Bill  report  provide  for  continued  support  as 
provided  for  in  last  year's  Labor-HHS  Appropriations  Bill, 
increasing  the  support  level  from  $2  to  $5  million. 

Further,  the  Foundation  has  a  series  of  recommendations  related  to 
the  safety  of  the  blood  supply.  Historically,  the  hemophilia 
community  has  been  impacted  by  a  number  of  viruses  through  the 
blood  supply.  The  most  notable  of  these  is  HIV,  which  has  infected 
between  80  and  90  percent  of  people  with  severe  hemophilia,  and 
between  10  and  20  percent  of  their  spouses  and  children.  To  date, 
the  hemophilia  community  has  suffered  more  than  5,000  deaths,  and 
an  additional  4,000  are  in  the  latter  stages  of  HIV  disease.  Other 
viruses  impacting  the  hemophilia  community  include  Hepatitis  B 
virus,  Hepatitis  C  virus,  and  most  recently,  European  exposures  to 
Hepatitis  A,  and  Parvovirus  in  the  United  States.  The  recent 
withdrawal  of  blood  and  plasma  derivatives  contaminated  by 
Creutzfeldt -Jakob  disease  (CJD) ,  a  central  nervous  system  disorder, 
dramatically  demonstrates  that  the  system  of  blood  safety  is  still 
in  jeopardy.  The  National  Hemophilia  Foundation  continues  to  be 
concerned  that  no  adequate  system  accountable  and  responsible  for 
donor  health  exists  in  this  country.  No  procedures  exist  for 
appropriately  reporting  changes  in  donor  health  status  after  blood 
donation . 

Without  additional  safeguards,  we  will  never  have  the  ability  to 
proclaim  --  We  do  all  we  can  do  to  ensure  the  safety  of  the  blood 
supply  --  until  some  mechanism  is  in  place  to  determine  the  health 
outcomes  of  people  who  donate  blood  and  who  may  later  present 
themselves  for  treatment  of  transmissible  diseases. 

Recommended  Action:  The  Foundation  recommends  that  a  study 
be  funded  through  NHLBI  on  the  possible  impact  of  CJD  on  the 
hemophilia  population  and  the  blood  supply  in  general.  We 
also  recommend  that  NHLBI  receive  at  least  parity  in 
funding,   or  up  to  a  15  percent  increase  in  research  support, 
including  initiatives  focused  on  protecting  the  blood  supply 
in  this  country. 

National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID) 

The  National  Hemophilia  Foundation  has  been  working  in  cooperation 
with  the  National  Institute  of  Allergy  and  Infectious  Diseases 
(NIAID)  to  ensure  full  access  to  HIV/AIDS  clinical  trails  for 
hemophilia  patients,  utilizing  the  existing  network  of  hemophilia 
treatment  centers   ("ACTU    Without  Walls"  Concept) . 

Recommended  Action:  NHF  requests  continuation  of  current 
support  as  provided  for  in  previous  appropriations. 

Maternal  and  Child  Health  Set-Aside  Program 

The  Hemophilia  Treatment  Centers  (HTC)  Program,  funded  through  the 
Maternal  and  Child  Health  Set-aside  and  administered  by  the 
Maternal  and  Child  Health  Bureau,  consists  of  a  regionalized  system 
of  hemophilia  treatment  centers,  providing  support  to  over  100 
facilities  throughout  the  country.  The  system  serves  over  60%  of 
the  hemophilia  population.  It  is  a  well  -documented  model  for 
other  chronic  diseases  with  remarkable  health  and  economic  data  to 
support  its  numerous  successes. 
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Hemophilia  treatment  centers,  however,  are  inadequately  funded  to 
meet  the  enormous  increase  in  the  health  care  needs  of  their 
patient  population  and  families,  with  about  18  states  underserved 
or  unserved.  It  is  essential  that  the  regional  HTC  structure  be 
expanded,   particularly  to  address  these  overwhelming  needs. 

Recommended — Action:  NHF  requests  that  the  Labor-HHS 
Appropriations  Bill  provide  additional  funding  of  $500,000  for 
the  regionalized  system  of  hemophilia  treatment  centers  under 
the  Maternal  and  Child  Health  Set-aside. 


STATEMENT  OF  BLANCHE  WINE,  VOLUNTEER  ADVOCATE,  ON  BEHALF 
OF  THE  NATIONAL  PSORIASIS  FOUNDATION 

Mr.  Chairman  and  Members  of  the  Appropriations  Subcommittee: 

My  name  is  Blanche  Wine.  I  am  writing  as  a  volunteer  advocate  for  my  daughter  and 
the  5,000,000  American  children  and  adults  who  are  battling  psoriasis  -  a  chronic,  debilitating  skin 
disease.  To  date,  these  millions  of  psoriasis  victims  face  a  lifetime  combatting  this  disease,  unless 
a  cure  or  more  effective  treatments  are  found. 

For  too  long,  the  disease  of  psoriasis  has  been  trivialized  by  that  well-known 
commercial  that  asks  "Do  you  suffer  from  the  heartbreak  of  psoriasis?"  How  many  of  us  grew  up 
believing  that  if  you  have  psoriasis  you  can  simply  use  an  over-the-counter  shampoo  and  those 
unsightly  flakes  will  go  away?  (If  that  were  true,  psoriasis  victims  would  not  be  spending  $1.6 
billion  annually  on  treatment.) 

As  a  parent  of  a  child  suffering  from  psoriasis.  I  can  offer  you  an  intimate  view  of 
the  pain,  the  frustration  of  enduring  many  ineffective  treatments,  the  sense  of  hopelessness,  and,  too 
often,  the  emotional  scarring  that  psoriasis  sufferers  experience  for  most  of  their  lives. 

I  vividly  recall  an  incident  that  occurred  twelve  years  ago  when  our  daughter,  Lara, 
was  eight  years  old.  She  had  just  been  diagnosed  as  having  guttate  psoriasis  that  covered  60%  of 
her  body.  Lara  came  home  sobbing  uncontrollably  because  she  had  been  humiliated  and  booted  out 
of  her  best  friend's  home  by  a  real  estate  agent  who  was  showing  the  house  to  a  prospective  buyer. 
"I  tried  to  tell  them  it  was  psoriasis,"  Lara  recounted  in  between  sobs,  "but  the  man  there  said  I 
looked. contagious.  The  lady  yelled  at  me  to  go  home."  The  agent  and  buyer  had  taken  one  horrified 
look  at  the  ugly  red,  scaling  patches  of  psoriasis  on  Lara's  arms  and  legs  and  assumed  that  she  had 
a  disgustingly  contagious  disease.  Certainly,  they  could  not  believe  my  daughter's  claim  that  she 
had  "psoriasis."  To  them  this  did  not  look  like  the  "heartbreak"  of  unsightly  dandruff 

I  think  about  my  naivete  in  those  early  years.  This  incident  was  only  one  of  many 
Lara  was  to  experience  throughout  the  years.  The  comments  and  the  stares  of  people  became 
secondary  to  the  real  trauma  she  would  suffer  spending  countless  hours  soaking  in  tar  baths,  many 
more  applying  various  topical  steroid  creams,  even  more  hours  painstakingly  applying  a  medicated 
oil  to  her  scalp,  and  still  hundreds  of  additional  hours  in  light  therapy  treatments.  All  this  occurred 
before  she  reached  her  twelfth  birthday.  The  majority  of  these  treatments  were  unsuccessful  in 
controlling/clearing  the  psoriatic  patches  on  my  daughter's  skin.  This  "trial  and  failure"  treatment 
scenario,  is  a  familiar  one  for  most  people  afflicted  with  psoriasis. 

The  facts  are  that  psoriasis  is  chronic  and  often  unrelenting,  the  incidence  of  severity 
throughout  one's  life  is  unpredictable,  and  some  treatments  are  successful  for  relatively  short  periods 
of  time  for  some  people.  (The  one  effective  treatment  for  a  significant  number  of  psoriasis  victims 
is  exposure  to  summer  sunlight.  Ironically,  one  study  reported  that  72%  of  the  psoriasis  patients 
surveyed  avoided  swimming  and  shunned  sunbathing  to  avoid  showing  their  disfigured  skin.) 

Through  our  affiliation  with  the  National  Psoriasis  Foundation,  we  learned  that  our 
family's  experience  with  psoriasis  has  not  been  as  physically  and  emotionally  debilitating  as  that  of 
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hundreds  of  thousands  of  other  victims.  To  date,  my  daughter  has  never  been  hospitalized  as  have 
so  many  others.  She  has  not  developed  psoriatic  arthritis.  We  have  been  fortunate  to  live  in  the 
Washington,  D  C.  area  where  we  eventually  found  caring  and  knowledgeable  treatment.  We  are 
indeed  grateful  that  we,  along  with  our  health  insurance,  have  been  able  to  bear  the  enonuous  cost 
of  the  medications,  doctor's  fees,  and  treatments. 


Yet,  far  too  many  psoriasis  patients  are  not  so  fortunate  in  being  able  to  find  or  afford 
treatment  which  might  give  them  some  degree  of  relief.  Some  suffer  so  much  as  to  contemplate 
suicide. 


For  those  of  us  whose  lives  have  been  so  dramatically  altered,  there  is  a  great  deal 
of  hope  for  the  future.  The  excellent  research  efforts  of  NIH  and  NIAMS  have  shown  us  that 
effective  treatment  and  a  cure  for  psoriasis  is  within  our  reach.  In  the  few  short  years  since  it  was 
founded,  NIAMS  has  done  much  to  improve  the  treatment  of  psoriasis  and  the  many  other  diseases 
for  which  it  is  responsible.  We  have  all  been  amazed  in  recent  months  by  the  significant  advances 
and  discoveries  in  the  area  of  genetic  research.  The  technology  is  poised  to  further  these  advances, 
but  it  requires  a  constant  source  of  funding.  The  requested  funding  is  needed  to  permit  NIAMS  to 
further  its  research  and  adequately  disseminate  its  findings  to  health  care  providers  throughout  the 
Nation. 

We  know  that  a  modest  investment  in  NIAMS  now  will  pay  enormous  personal, 
public  health  and  other  economic  benefits  down  the  road.  Improvements  in  treatment  or  a  cure  for 
psoriasis  offer  the  potential  to  reduce  greatly  the  $1 .6  billion  spent  annually  on  psoriasis. 

Such  improvements  would  not  only  benefit  the  over  5,000.000  American  children 
and  adults  now  suffering  with  this  chronic  disease  but  will  also  help  the  150,000  new  cases 
diagnosed  annually.  The  economic  savings  are  especially  large  because  most  new  cases  affect 
young  Americans,  those  in  their  twenties  or  younger.  Of  these  new  cases,  over  10,000  each  year  are 
in  children  under  the  age  often.  The  savings  to  both  the  public  and  the  government  include  reduced 
treatment  costs,  reduced  Social  Security  and  other  disability  claims  and  reduced  lost  work  days. 

We  urge  you  to  approve  an  increase  of  1 7%  to  $270  million  for  NIAMS  for  FY  96. 
This  budget  would  effectively  enable  NIAMS  to  support  more  meritorious  research  grants  (30% 
success  rate),  provide  more  research  training  and  career  development  for  future  investigators, 
conduct  urgently  needed  new  clinical  trials  and  expand  the  intramural  research  programs  currently 
underway.  As  an  Institute,  NIAMS  well  deserves  to  be  funded  at  the  same  level  as  the  other 
important  Institutes  of  the  NIH.  This  increase  will  have  significant  health  and  socioeconomic 
benefits  for  the  millions  of  Americans  who  are  affected  by  diseases,  like  psoriasis,  under  the  purview 
of  NIAMS.  In  closing,  I  would  like  to  thank  you,  Mr.  Chairman,  and  the  Subcommittee  members, 
for  your  thoughtful  consideration. 


STATEMENT  OF  LORRAINE  P.  EDMO,  EXECUTIVE  DIRECTOR,  NATIONAL 
INDIAN  EDUCATION  ASSOCIATION 

The  National  Indian  Education  Association  (NIEA)  is  pleased  to  submit  this 
statement  on  the  Administrations  FY1996  budget  proposals  which  affect  Indian  and 
Alaska  Native  education.  NIEA  will  discuss  programs  directly  related  to  American 
Indian  and  Alaska  Native  education  which  are  under  this  Subcommittees 
jurisdiction. 

DEPARTMENT  OF  EDUCATION 

.  Education  Research.  We  support  the  Administration's  request  of  an  $11.4 
million  increase  for  the  research  activities  of  the  Office  of  Educational  Research  and 
Improvement  (OERI)  for  a  total  of  $97.6  million.  The  Department  of  Education 
(DcSe)  proposed  to  use  $967,000  of  Office  of  Indian  Education  funds  for  three  studies 
on  the  following:  (1)  inclusion  of  American  Indians  in  the  Longitudinal  Study  o 
Schools;  (2)  augmentation  of  the  NCES  Early  Childhood  Longitudinal  Study;  and  (3) 
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evaluation  of  the  Indian  education  components  of  selected  Goals  2000  plans.  NIEA 
recognizes  and  supports  the  need  for  research,  evaluation  and  data  collection  to  look 
at  federally-funded  education  programs  from  which  American  Indian  and  Alaska 
Native  children  benefit;  however,  we  question  why  funds  for  these  studies  are  not 
being  utilized  from  OERI.  DOE  is  requesting  $11.4  million  more  than  the  revised 
request  for  1995  for  OERI  research.  NIEA  has  advocated  for  more  consultation 
between  OERI  and  the  American  Indian  population. 

Additionally,  NIEA  is  concerned  that  there  is  limited  involvement  in  these 
studies  by  American  Indian  and  Alaska  Natives  outside  DOE.  We  are  still  waiting 
to  see  the  results  of  previous  studies  paid  for  out  of  OIE  funding  beginning  in 
FY1993.  NIEA  urges  the  Department  to  look  at  funding  these  studies  through  the 
OERI  budget  so  that  the  proposed  allocation  could  then  be  used  for  other  OIE 
projects,  e.g.,  formula  grants  or  fellowships. 

•  Title  I.  NIEA  supports  the  Administration's  request  of  $7  billion,  an 
increase  of  $302  million  over  the  FY1995  level  for  grants  to  local  educational 
agencies  (LEA's).  BIA-funded  schools  are  now  included  in  the  definition  of  LEA's 
and  are  eligible  to  receive  federal  education  grant  funds.  One  percent  of  these  funds 
are  appropriated  to  support  programs  at  BIA-funded  schools.  Title  I  funds  are  vital 
to  meet  the  basic  educational  needs  of  Indian  children.  Indian  students  located  on 
and  near  reservations  are  among  the  poorest  in  this  country,  and  because 
reservation  lands  are  not  taxable,  there  is  no  way  to  raise  funds  for  their  basic 
educational  needs. 

•  Comprehensive  technical  Assistance  Centers.  Under  P.L.  103-382,  the 
Improving  America's  Schools  Act,  Congress  created  15  new  education  megacenters 
or  Comprehensive  Technical  Assistance  Centers  which  are  to  provide  assistance  to 
the  Department  of  Education's  grantees,  including  Title  IX  Indian  grantees. 
Formerly  these  grantees  were  served  by  the  Indian  Education  Technical  Assistance 
Centers  (IETAC)  which  are  due  to  expire  once  the  megacenters  are  operational. 

We  want  to  reiterate  our  concern  that  these  15  new  Megacenters  look  at  the 
critical  needs  of  American  Indian  and  Alaska  Native  students  when  they  are 
designing  their  delivery  systems.  Special  efforts  need  to  be  made  to  assure  that 
American  Indian  people  are  hired  to  work  with  the  Native  populations  of  this 
country.  Any  subcontracts  that  are  let  for  work  with  Indian  people  need  to  be 
awarded  with  the  concern  for  Indian  preference  in  hiring. 

A  recent  evaluation  of  the  Indian  Education  Technical  Assistance  Centers, 
done  by  Policy  Studies  Associates  of  Washington,  DC.  pointed  out,  "[t]he 
Department  of  Education  will  need  to  forge  a  coherent  system  among  a  variety  of 
TA  providers  including  the  comprehensive  centers,  regional  education  labs, 
Eisenhower  Math  and  Science  consortia  and  the  National  Diffusion  Network  to  see 
that  the  needs  of  Indian  people  are  addressed."  We  also  want  to  assure  that  there  is 
no  break  in  service  to  the  Indian  clientele  and  ask  that  the  IETAC  contracts  be 
extended  until  the  comprehensive  center  doors  are  opened. 

•  Impact  Aid.  NIEA  supports  the  position  of  the  National  Indian  Impacted 
Schools  Association  (NIISA)  that  Congress  shall  provide  the  necessary  funding  in 
FY1996  to  implement  the  reforms  applicable  to  the  impact  aid  program  as  carried 
forth  in  P.L.  103-382.  At  minimum,  the  $70  million  previously  cut  from  the  FY1995 
appropriations  bill  must  be  restored  to  insure  that  the  programmatic  changes 
intended  to  make  the  program  more  need  based  will  occur.  This  would  restore 
funding  back  to  the  FY 1994  level. 

The  FY1995  appropriation  for  Impact  Aid  is  $728  million.  Over  2,000  local 
educational  agencies  (LEA's)  enrolling  over  20  million  children  are  provided 


264 


assistance  under  this  program.  Impact  Aid  provides  the  basic  program  dollars  to 
insure  that  the  educational  needs  of  federally-connected  children  are  guaranteed.  If 
these  funds  are  reduced,  most  school  districts  will  either  be  forced  to  increase  local 
property  taxes,  look  to  the  states  for  additional  funding  or  make  drastic  program 
cuts.  Certain  heavily-impacted  LEA's  will  be  forced  to  turn  to  the  Bureau  of  Indian 
Affairs  (BIA)  and  Department  of  Defense  to  serve  as  the  basic  providers  of 
educational  programs  due  to  the  inability  of  local  school  districts  to  provide  an 
education  to  children  they  consider  to  be  a  federal  responsibility.  Should  this  occur, 
the  final  cost  to  the  federal  government  could  be  much  higher  than  what  is  now 
allocated  under  Impact  Aid. 

•  Vocational  Education.  The  Administration  proposes  $12.6  million  in 
FY1996  for  Vocational  Education.  NIEA  urges  an  increase  in  the  tribal  allocation  for 
this  program.  Additionally,  these  funds  should  be  made  available  within  the 
Department  of  Education  for  direct  access  to  Indian  Tribes  and  Indian  Organizations. 

NIEA  supports  the  tribal  college  recommendations  on  the  reauthorization  of 
the  Carl  D.  Perkins  Vocational  Educational  Act  that:  the  resources  continue  for  the 
Indian  vocational  education  program  as  provided  for  under  Title  I,  Section  103  and 
that  any  changes  to  this  Section  require  tribal  consultation;  the  funding  continue  for 
the  Indian  vocational  education  program  as  provided  for  under  Title  III,  Section  385; 
a  new  Tribally  Controlled  Community  College  program  title  is  needed;  and,  an 
National  Center  for  American  Indian  Vocational  Education  Research  and  Data 
Collection  should  be  established. 

•  Libraries.  We  request  an  increase  in  the  proposed  $1.6  million  requested  for 
the  library  program  in  order  to  make  an  positive  impact  on  tribal  library  facilities. 


DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES 

•  ANA/ Native  American  Languages  Act.  The  Administration  for  Native 
Americans  (ANA)  is  an  agency  in  the  Administration  for  Children  and  Families  in 
the  Department  of  Health  and  Human  Services  (DHHS).  The  President's  budget 
requests  $38  million  for  ANA  in  FY1996.  NIEA  supports  this  request  although  we 
realize  that  much  more  funding  is  needed  for  grants  funded  by  this  agency.  NIEA 
also  supports  the  reauthorization  of  ANA  in  1995.  ANA  provides  critically  needed 
funds  for  tribes  and  non-profit  Indian  organization  to  develop  projects  in  economic 
development,  environmental  management,  and  language  preservation.  There  is 
no  other  agency  of  the  federal  government  that  provides  the  funding  flexibility  of 
grants  such  as  those  awarded  by  ANA.  This  agency's  funding  needs  to  be  continued 
in  FY1996. 

NIEA  supports  continued  and  increased  funding  for  Native  language  grants 
in  FY1996.  Last  year,  ANA  awarded  18  grants  for  a  total  of  $1.9  million.  The  real 
need  for  the  158  tribal  applicants  who  applied  is  $12.5  million.  The  Native  Language 
Act  of  1992  authorized  a  funding  level  of  $2  million  in  FY1993;  however,  this 
amount  has  never  been  realized.  ANA  has  taken  funds  for  Native  language  grants 
from  it's  regular  grant  program  for  social  and  economic  development. 

•  Head  Start.  NIEA  supports  the  Administration's  proposed  FY1996  Head 
Start  budget  of  $3.9  billion,  an  increase  of  $400  million  over  the  FY1995  level.  We 
applaud  the  Administration's  efforts  to  enhance  and  develop  Head  Start  programs 
during  the  past  two  years.  There  are  currently  125  American  Indian/ Alaska  Native 
Head  Start  grantees  in  the  country;  however,  there  are  550  federally-recognized 
tribes.  We  understand  that  there  are  no  new  efforts  this  year  to  expand  the  Head 
Start  program  to  tribes  and  other  eligible  grantees.  We  feel  there  is  a  real  need  to 
reach  out  to  tribal  entities  that  are  not  currently  being  served  by  the  Head  Start 
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Bureau.  Efforts  should  be  made  to  expand  the  Head  Start  program  in  Indian 
country.  This  is  especially  important  given  the  increasing  population  of  Indian 
children  between  the  ages  of  0-5  years  old. 

The  1990  census  showed  that  the  American  Indian/ Alaska  Native  population 
on  reservations  is  considerably  younger  due  to  high  fertility  rates.  The  medium  age 
of  the  American  Indian  population  on  all  reservations  and  trust  lands  was  22  years, 
considerably  younger  than  the  median  age  of  26  years  for  the  total  American  Indian 
population  and  the  U.S.  median  age  of  33  years.  The  1990  census  also  indicated  that 
in  1989,  about  603,000  or  31  percent  of  American  Indians  were  living  below  the 
poverty  level.  The  national  poverty  rate  was  about  13  percent.  As  a  consequence  of 
these  conditions,  more  American  Indian  families  would  qualify  for  Head  Start 
programs. 

•  Child  Care  and  Development  Block  Grant.  NIEA  supports  the 
Administration's  proposed  increase  of  $100  million  for  the  Child  Care  and 
Development  Block  Grant  (CCDBG)  for  a  total  of  $1,049  billion  in  FY1996.  We  again 
applaud  the  Administration's  commitment  to  providing  low  income  families  with 
access  to  child  care  services  since,  as  indicated  in  the  previous  paragraph,  the 
American  Indian  and  Alaska  Native  population  is  growing.  On  Indian  reservations 
and  rural  Indian  communities,  such  as  those  in  Alaska  and  on  the  Navajo 
reservation,  there  is  a  lack  of  child  care  facilities  and  services.  We  understand  that 
there  are  213  tribal  grantees  under  the  Child  Care  and  Development  Block  Grant 
program.  This  number  represents  less  than  half  of  the  nations's  federally- 
recognized  tribal  groups. 

NIEA  supports  the  efforts  of  the  National  Indian  Child  Care  Association  in 
trying  to  get  expanded  child  care  resources  to  Indian  country.  We  also  support  the 
association's  efforts  aimed  at  targeting  at  least  a  3  percent  set  aside  of  funds  to 
American  Indian/ Alaska  Native  grantees  from  the  Child  Care  Block  Grant  program. 

NIEA  supports  continuation  of  the  current  funding  mechanism  for  child  care 
block  grants  which  flows  from  the  central  office,  to  the  regions,  and  then  to  the 
tribes,  by-passing  the  states. 

DEPARTMENT  OF  LABOR 

•  lob  Training  Partnership  Act.  The  Administration's  request  of  $61.87 
million  is  a  decrease  of  $2,209  million  from  Program  Year  1995  for  the  Job  Training 
Partnership  Act  (JTPA)  Section  401  Native  Americans  program.  Approximately  740 
fewer  participants  will  be  served  by  this  reduction.  The  program  is  designed  to 
improve  the  economic  well-being  of  Native  Americans  through  the  provision  of 
training,  work  experience,  and  other  employment-related  services  and 
opportunities  that  are  intended  to  aid  the  participants  to  secure  permanent, 
unsubsidized  jobs.  This  program  is  critical  to  both  reservation  and  urban  grantees 
who  are  largely  unskilled,  poorly  educated,  and  living  in  poverty;  therefore,  we 
request  the  Subcommittee  to  restore  the  proposed  cuts  in  this  important  program. 

•  Summer  Youth  Employment.  NIEA  supports  the  Administration's 
request  for  the  Summer  Youth  Employment  Program.  On  most  Indian 
reservations,  this  program  provides  the  only  source  for  employing  Indian  youths 
who  already  face  many  social  problems  such  as  drug  and  alcohol  abuse,  high 
unemployment,  high  suicide  rates,  and  a  general  lack  of  extra-curricular  activities 
and  facilities. 

In  summary,  we  want  to  thank  you  for  your  attention  to  the  concerns  of  the 
National  Indian  Education  Association.  We  ask  for  your  support  in  maintaining  or 
increasing  the  proposed  level  of  funding  for  the  Indian  education-related  programs 
outlined  in  this  testimony,  especially  now  that  Congress  is  looking  to  rescind 
previously  appropriated  spending  from  some  of  these  programs. 
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STATEMENT  OF  BUNNIE  MERRILL,  SCLERODERMA  PATIENT,  ON 
BEHALF  OF  THE  UNITED  SCLERODERMA  FOUNDATION,  INC. 

On  behalf  of  the  hundreds  of  thousands  of  Americans  afflicted  with  scleroderma,  I  have  prepared  the 
following  testimony  to  help  demonstrate  the  urgent  need  for  Congress  to  bolster  its  financial  support 
to  NIAMS  (National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases)  for  fiscal  year 
1996.  The  United  Scleroderma  Foundation  is  one  of  over  40  associations  concerned  with  addressing 
the  causes,  treatment  and  prevention  of  chronic  ~  and  costly  —  connective  tissue  diseases. 

Scleroderma,  also  known  as  systemic  sclerosis,  is  an  autoimmune  disease  that  affects  various  parts 
of  the  body.  The  localized  form  of  the  disease  affects  mainly  the  skin,  but  muscle  and  bone  may  be 
involved  too.  The  more  serious,  often  life-threatening  "diffuse"  form  can  damage  the  skin,  muscles, 
joints,  gastrointestinal  tract,  lungs,  heart  and  kidneys.  It  is  painful  and  often  disfiguring  and  crippling. 

Scleroderma  is  more  prevalent  than  muscular  dystrophy,  multiple  sclerosis  and  a  host  of  other 
diseases  -  although  relatively  few  people  have  heard  of  it.  Its  symptoms  may  mimic  other  disorders, 
and  it  is  often  misdiagnosed.  Patients  often  keep  their  disease  a  secret  because  they  fear  others' 
reactions  and  the  loss  of  their  jobs,  friendships,  etc.  The  subject  of  scleroderma  is  seldom  found  in 
books  written  for  laypeople.  However,  some  published  accounts  note  that  scleroderma  patients  in 
the  mid- 1700s  were  diagnosed  as  lepers  and  sent  to  isolated  colonies.  In  other  articles,  it  is  called 
"the  disease  that  turns  people  to  stone."  No  wonder  those  afflicted  with  scleroderma  keep  their  plight 
a  secret  —  breeding  greater  ignorance  and  more  fear! 

Eighty  percent  of  scleroderma  sufferers  are  women,  but  men  and  children  also  are  victims  of  its 
horrors.  No  one  knows  what  causes  the  disease,  although  some  researchers  are  beginning  to  unlock 
some  clues.  With  greater  funding  to  continue  their  promising  work,  perhaps  they'll  find  the  answers 
 and  a  cure. 

I  am  one  of  those  women  who  became  stricken  with  this  devastating  disease  in  the  prime  of  life  (I  was 
45).  And  like  most  other  people  who  receive  this  diagnosis,  usually  after  many  months  or  years  of 
being  misdiagnosed,  I  had  never  heard  of  "scleroderma". 

When  my  "scleroderma  story"  began  less  than  two  years  ago,  I  was  an  active,  independent,  energetic, 
apparently  healthy  wife  and  mother  of  three  —  as  well  as  a  full-time  sales  executive.  My  family  had 
moved  from  New  York  to  Atlanta  to  pursue  a  better  job  opportunity. 

It  took  almost  a  year  for  me  to  be  correctly  diagnosed  —  as  is  usually  the  case  with  scleroderma. 
(Studies  show  that  the  average  patient  spends  $50,000  before  being  correctly  diagnosed  with  an 
autoimmune  disease.)  During  that  time,  I  was  told  by  a  physician  that  my  symptoms  —  extreme 
fatigue,  hard  fingertips,  swollen  legs  and  hands  —  were  due  to  "my  time  of  life".  Another  suggested 
I  seek  psychiatric  help.  Expensive,  often  painful  diagnostic  tests  on  my  brain,  lungs,  muscles,  kidneys, 
etc.  were  inconclusive.  I  was  hospitalized  because  of  pericarditis  and  an  allergic  reaction  to 
prescribed  steroids  (physicians  were  still  baffled)  and  sent  home  with  round-the-clock  nursing  care. 
Finally,  after  being  "bounced"  from  doctor  to  doctor,  a  dermatologist  made  the  proper  ~  albeit 
terrifying  —  diagnosis:  scleroderma. 

In  a  short  time,  the  disease  has  taken  a  severe  toll.  Today,  I'm  a  "shadow"  of  my  former  self. 
Scleroderma  has  wrought  havoc  throughout  my  body.  My  hands  are  severely  disfigured  and  crippled. 
I  have  become  dependent  on  my  husband  and  children  who  are  now  my  caregivers  --  helping  me 
bathe,  eat,  dress,  shave  my  legs  and  perform  simple  tasks.  I  cannot  turn  a  doorknob,  lock  or  unlock 
a  door,  grasp  small  objects  (coins,  pills),  open  cans  or  type  at  a  computer  keyboard.  On  some  days, 
because  of  a  shrunken  hamstring  due  to  the  disease,  I  must  use  a  cane  or  wheelchair,  or  have  my 
husband  carry  me  from  place  to  place  within  my  home.  My  weight  has  plummeted  30  pounds  in  a 
very  short  time.  My  hair  is  falling  out  in  clumps.  Friends  barely  recognize  me;  some  of  them  shun 
me  out  of  fear  and  ignorance. 

Although  battling  with  a  host  of  symptoms  as  my  disease  progressed,  I  remained  determined  to  retain 
my  job,  willing  to  make  any  necessary  adaptations  to  meet  my  employer's  requirements.  My 
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employer  knew  about  my  physical  limitations,  so  to  assuage  his  doubts,  I  became  more  determined 
to  meet,  and  surpass,  my  performance  requirements  (and  did).  I  endured  jibes  about  my  difficult  and 
deliberate  movements,  my  "chicken  scratch"  handwriting  and  my  "beanpole"  figure,  but  I  took  it  all 
in  stride.  I  had  to.  My  employment  was  a  source  of  pride.  It  gave  me  some  sense  of  control  and 
independence  at  a  time  when  scleroderma  continued  to  ravage  my  body  and  terrorize  me  and  my 
family  with  its  unpredictable,  sinister  outcome. 

Despite  my  best  efforts,  I  was  fired  from  my  job  in  September  1994  (my  employer  tried  to  circumvent 
the  charge  of  discrimination  by  changing  my  job  description  to  one  that  required  physical  tasks  he 
knew  I  was  unable  to  accomplish).  The  case  is  currently  in  litigation. 

With  unemployment,  my  last  vestige  of  independence  has  been  taken  away.  The  bank  has  started 
action  to  foreclose  on  my  home.  I  have  sold  my  engagement  ring,  clothing,  and  other  precious 
possessions  to  pay  the  mortgage  and  forestall  the  loss  of  my  home. 

Although  my  near  future  appears  bleak,  I  know  I  must  persevere.  My  prognosis  is  as  unpredictable 
as  my  disease.  I  can  live  one  more  year  or  20  more  years.  In  the  meantime,  I  have  no  choice  but  to 
live  with  scleroderma. 

Hope  is  what  drives  me  now  hope  that  I  can  play  a  role  in  raising  scleroderma  awareness  hope 

that  the  public,  medical  community,  prospective  donors  and  the  government  will  pay  attention  --  and 
the  necessary  dollars  —  to  finding  a  cure  for  this  cruel  disease. 

With  the  help  of  the  United  Scleroderma  Foundation,  I  have  launched  a  support  group  in  my  area  of 
Atlanta.  Now  others  with  scleroderma  will  feel  less  isolated  and  frustrated,  and  more  emotionally 
comforted  in  sharing  their  ordeal  with  others  afflicted  with  scleroderma.  Few  of  us  share  the  exact 

symptoms  -  we  all  share  hope  that  we  may  get  the  recognition  we  deserve  the  recognition  that 

is  essential  to  inducing  promising  medical  researchers  to  seek  a  cure. 

We  recognize  that  there  are  many  serious  health  issues  that  require  attention  and  funding.  We  don't 
have  a  "Jerry  Lewis",  "Elizabeth  Taylor"  or  another  prominent  icon  stumping  for  scleroderma 
research.  Indeed  we  have  a  public  relations  problem  ~  we  must  make  more  people  aware  of  the 
prevalence  and  gravity  of  scleroderma  —  and  this  impedes  our  ability  to  raise  adequate  money  on  our 
own.  We  beseech  you  to  maintain  and  augment  the  research  funding.for  diseases  under  the  NIAMS 
"umbrella"  -  at  least  so  it  is  equitable  to  funding  for  other  diseases  afflicting  a  similar  portion  of  the 
population. 

Your  generous  appropriation  to  NIAMS  would  give  this  coalition  of  voluntary  and  professional 
associations  the  ability  to  provide  promising  research  grants,  train  additional  researchers  and  provide 
career  development  for  future  investigators,  fund  research  centers,  support  urgently  needed  clinical 
trials,  and  increase  the  intromural  research  program  in  connective  tissue  and  bone  biology.  Without 
this  funding,  bright  researchers  will  be  unable  to  pursue  their  vital  work  in  immunology  and  blood 
vessel  pathology,  and  laboratories  will  be  forced  to  close.  There  will  be  severe  breakdowns  —  and 
no  breakthroughs. 

We,  too,  will  continue  to  do  our  part.  The  United  Scleroderma  Foundation  and  the  Scleroderma 
Federation  will  continue  to  raise  the  money  to  award  research  grants  and  fellowships.  Our  Medical 
Advisory  Board  of  top  scientific  experts  distributed  $478,000  in  joint  funded  research  monies  during 
the  past  year.  We  are  proud  of  the  research  ventures  we  are  funding;  but  as  you  well  know,  costs  are 
immense.  NIH  funding  is,  for  sure,  "critical  care." 

Please  do  not  make  the  mistake  of  assuming  that  scleroderma  is  a  "mere  skin  disease"  with  minor 
cosmetic  effects.  I  hope  this  testimony  has  illustrated  how  grave  and  disabling  this  disease  often  is. 
Funding  for  NIAMS  will  have  a  wide-ranging  impact.  Medical  advances  in  one  autoimmune  disease 
will  help  other  autoimmune  diseases.  Families  that  break  apart  because  of  the  emotional  strain  of 
chronic  disease  like  scleroderma  would  be  more  likely  to  remain  intact.  Sick  people  on  welfare  and 
disability,  like  myself,  would  no  longer  drain  the  nation's  economy,  but  would  again  become 
productive  citizens. 
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STATEMENT  OF  THE  NIH  ALUMNI  ASSOCIATION 

This  statement  is  submitted  on  behalf  of  the  NIH  Alumni  Association,  a  group  of 
former  NIH  employees,  mostly  scientists  and  scientific  administrators,  now  banded  together 
to  help  an  institution  to  which  we  owe  an  enormous  debt  of  gratitude.  The  Association 
welcomes  and  deeply  appreciates  this  opportunity  to  express  our  views  on  two  topics:  The 
NIH  appropriation  for  FY  1996;  and  a  special  problem  related  to  intramural  research  at  the 
NIH. 

Throughout  the  last  50  years,  the  Appropriations  Committees  of  the  Congress  have 
been  the  leading  force  responsible  for  the  creation  and  the  sustenance  of  a  broad  national 
network  of  individuals  and  institutions  dedicated  to,  and  engaged  in,  research  in  the  basic 
and  applied  medical  sciences,  in  order  to  relieve  human  suffering  and  to  eliminate 
premature  death.  You  and  your  distinguished  predecessors  have  also  facilitated  and  guided 
the  development  of  a  federal  agency  for  the  governance  of  the  nations  bioscientific 
enterprise  —  The  National  Institutes  of  Health  —  that  has  managed  the  latter  with  fairness, 
objectivity,  integrity,  sound  judgement  and,  above  all,  extraordinary  success.  Therefore,  our 
Association  encourages  the  Subcommittee  to  extend  the  spectacularly  successful  track  record 
of  its  partnership  with  the  nation's  scientific  community  for  the  improvement  of  human 
health. 

Firstly,  the  problem  of  intramural  research,  one  unlikely  to  be  raised  by  any 
organization  other  than  ours. 

Traditionally,  about  10  -  12%  of  the  funds  appropriated  to  the  NIH  have  been  used 
to  fund  "direct  operations",  mostly  intramural  research.  This  is  the  vital  element  of  the  NIH 
research  enterprise  most  vulnerable  to  the  forces  unleashed  by  President  Clinton's  resolve 
to  reinvent  government,  subsequently  ratified  and  sanctioned  by  the  last  Congress  in  the 
Federal  Workforce  Restructuring  and  the  Violent  Crime  Control  and  Law  Enforcement  Acts 
of  1994,  and  likely  to  be  extended  by  the  present  Congress.  The  potential  impact  of  the 
processes  of  reinventing  government  on  intramural  research  at  the  NIH  are  very  worrisome. 

Whatever  the  overall  quality  of  the  operations  of  other  elements  of  the  federal 
government,  our  Alumni  Association  believes  the  NIH  to  be  provably  an  absolutely  top- 
notch  organization,  one  that  every  American  citizen  and  particularly  every  member  of 
Congress  can  view  with  enormous  pride  and  deep  satisfaction.  Let  me  cite  just  two  objective 
measures  of  the  excellence  of  the  research  conducted  on  the  Bethesda  campus. 

Short  of  a  Nobel  Prize  ---  a  number  of  which  have  been  awarded  to  members  of  the 
intramural  staff  as  well  as  to  former  members  for  research  conducted  while  on  the  Bethesa 
campus  — ,  the  highest  distinction  an  American  scientist  can  earn  is  election  to  the  National 
Academy  of  Sciences  (NAS).  If  this  nation's  scientific  institutions  are  rank-ordered  by  their 
representation  in  the  NAS,  intramural  NIH  ranks  seventh.  But  the  NIH  doesn't  even  field 
teams  in  many  fields  of  science  —  mathematics,  physics,  astronomy,  astrophysics,  economics 
and  many  others.  If  the  ranking  is  based  solely  on  representation  in  the  biological  and 
medical  sciences,  intramural  is  second,  outranked  only  by  Harvard  University. 

Another  important  measure  of  scientific  excellence  is  the  frequency  with  which 
scientists  cite  the  advances  made  by  their  predecessors  as  the  basis  for  their  own  discoveries. 
In  a  carefully  documented  analysis,  commissioned  by  a  Committee  of  the  NAS,  the  citation 
history  of  papers  published  by  NIH  authors  was  compared  to  that  of  papers  authored  by 
scientists  from  universities  and/or  medical  schools.  In  terms  of  the  influence  exerted  by  a 
paper  and  the  frequency  with  which  a  paper  appeared  among  those  most  heavily  cited  in 
the  international  scientific  literature,  the  NIH  intramural  program  stood  head  and  shoulders 
above  the  aggregate  of  academic  institutions. 

These  are  but  two  lines  of  evidence  indicating  that  intramural  NIH  is  not  only  just 
a  good  biomedical  research  center,  but  that  it  is  among,  if  not  actually,  the  best  in  the  world. 
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This  opinion  is  not  simply  alumni  chauvinism;  it  was  eloquently  articulated  by  the  late  Dr. 
Lewis  Thomas,  distinguished  physician,  scientist,  medical  educator,  administrator  and  author 
(The  Lives  of  a  Cell.  The  Medusa  and  the  Snail.  The  Fragile  Species),  when  he  stated  in  his 
Foreword  to  NIH  :An  Account  of  Research  in  it's  Laboratories  and  Clinics.  De  Witt  Stetten, 
Jr.  Editor,  that: 

"  We  seem  to  be  living  through  a  period  (transient,  I  hope)  of  public  disillusion  and 
discouragement  over  government  and  all  its  works.  At  all  levels,  bureaucracy  in 
general  is  mistrusted,  here  and  abroad.  The  word  is  out  that  government  doesn't 
really  work,  can't  get  things  right,  wastes  public  money,  fumbles  along,  stalls,  gets  in 
the  way. 

"At  such  a  time,  it  lifts  the  heart  to  look  closely  at  one  institution  created  by  the 
United  States  Government  which  has  been  achieving,  since  its  outset,  one  spectacular, 
stunning  success  after  another.  The  National  Institutes  of  Health  is  not  only  the 
largest  institution  for  biomedical  science  on  earth,  it  is  one  of  this  nation's  great 
treasures.  As  social  inventions  for  human  betterment  go.  this  one  is  a  standing  proof 
that,  at  least  once  in  a  while,  government  possesses  the  capacity  to  do  something 
unique,  imaginative,  useful,  and  altogether  right  

"But  at  the  center  of  the  NIH  scientific  effort,  driving  the  whole  vast  enterprise  along, 
is  the  research  conducted  on  the  Bethesda  campus  itself  —  the  so-called  Intramural 
Research  Program  Although  this  represents  only  a  minor  portion  of  the  total  NIH 
research  budget  ---  around  10%  —  for  sheer  excellence  and  abundant  productivity 
the  institution  cannot  be  matched  by  any  other  scientific  enterprise  anywhere  

I  shall  not  detain  the  reader  with  any  attempt  at  a  summary  of  the  work.  The  list  of 
Nobel  laureates  whose  careers  were  molded  within  the  walls  of  NIH  speaks  for  itself, 
and  the  record  of  scientific  discovery  contained  in  the  bibliography  of  intramural  NIH 
simply  staggers  the  mind. 

But  one  aspect  of  the  intramural  program  deserves  special  mention  and  emphasis. 
It  is  as  a  training  ground  for  young  investigators,  who  have  come  to  Bethesda  for 
their  postdoctoral  education  in  research,  that  the  institution  has  achieved  it's  most 
singular  influence  on  the  progress  of  American  science.  For  three  decades,  the 
youngest  and  brightest  candidates  for  careers  in  biomedical  research  have  competed 
for  the  opportunity  to  learn  how  to  do  science  in  this  place.  Most  of  them  worked 
here  for  two  or  three  years  and  then  deployed  out  to  the  universities  to  continue  in 
research,  and  a  high  percentage  of  these  alumni  then  turned  into  the  country's 
leaders  of  academic  science. 

It  has,  in  short,  been  a  success  story  from  start  to  finish,  although  "the  finish"  is,  I 
trust,  nowhere  near.  The  NIH  laboratories  are  something  for  the  Government  to 
boast  about,  to  dine  out  on,  and  to  be  immensely  proud  of.  It  is  my  hope  that  the 
same  intelligence  and  scientific  good  taste  will  be  displayed  for  the  institutions  future 
as  were  used  to  build  the  instrument  now  at  hand." 

Whatever  the  imperfections  in  the  functioning  of  the  federal  government  that  its 
reinvention  is  designed  to  correct  simply  do  not  exist  to  any  significant  degree  in  intramural 
NIH.  Thus,  the  Alumni  Association  urges  that  the  utmost  care  be  taken  by  the  Congress 
and  the  Administration  in  reinventing  the  NIH's  outstandingly  productive  intramural 
research  program.  The  imposition  —  as  has  already  been  done  —  on  a  truly  national 
treasure  of  a  15%  personnel  reduction  that  explicitly  requires  large  cuts  in  personnel  at  the 
higher  grade  levels  and  thus  impacts  severely  on  the  NIH's  best  and  most  creative  scientists, 
makes  absolutely  no  sense.  Why  cripple  a  federal  agency  that  has  become,  internationally, 
virtually  peerless  by  virtue  of  the  actions  taken  by  a  series  of  distinguished  leaders,  with 
unstinting  support  from  the  Congressional  Appropriations  Committees,  and  despite  serious 
obstacles  imposed  by  government  administrative  regulations,  by  saddling  it  with  across-the- 
board,  one-size-fits-all  government  ukases. 
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I  have  outlined  this  issue  in  more  detail  in  a  President's  letter  to  the  members  of  the 
Alumni  Association.  Should  the  Subcommittee  so  desire,  I  would  be  pleased  to  submit  the 
manuscript  of  this  letter  for  the  Record. 

Therefore,  we  urge  the  Subcommittee  to  take  whatever  measures  are  at  its  disposal 
to  modulate  a  process  for  overall  government  reform  that,if  allowed  to  run  its  course  at  the 
NIH,  will  seriously,  even  if  inadvertently  and  unintentionally,  delay  and/or  prevent 
contributions  by  intramural  scientists  to  the  betterment  of  the  human  condition,  a  vision  for 
whose  realization  this  Committee  has  long  and  assiduously  labored. 

As  far  as  the  total  NIH  appropriation  is  concerned,  it  must  be  noted  that,  despite 
remarkable  progress  in  research,  humanity  continues  to  be  plagued  by  seemingly  intractable 
health  problems  that  maim  and  kill  all  too  many  victims  and  bring  incalculable  anguish  and 
despair  to  them  and  their  loved  ones.  The  Association  believes  it  axiomatic  that:  research 
is  the  only  possible  approach  to  obviating  these  dreadful,  debilitating  and  lethal  scourges; 
and  that  historically  research  has  written  a  record  of  stunning  successes.  Moreover,  an 
unprecedented  level  of  optimism  prevails  in  the  scientific  community  today  that  a  cascade 
of  advances  is  imminent,  if  only  the  myriad  of  emerging  scientific  opportunities  can  be 
exploited. 

For  these  reasons,  the  NIH  Alumni  Association  urges  the  Subcommittee  to  be 
generous  in  its  recommendation  of  the  FY  1996  appropriation  for  the  NIH.The  Association 
lacks  the  resources  to  reach  a  specific  independent  estimate  of  need.  However,  we  are 
familiar  with  the  knowledgeability,  wisdom,  energy,  insight,  competence  and  intelligence  of 
those  responsible  for  the  estimates  of  the  Ad  Hoc  Group  on  Medical  Research  Funding  and 
the  Federation  of  American  Societies  for  Experimental  Biology.  After  careful  review,  we 
endorse  with  enthusiasm  the  recommendations  of  these  organizations. 


STATEMENT  OF  PAUL  G.  ROGERS,  CHAIR,  FRIENDS  OF  THE  NATIONAL 
LIBRARY  OF  MEDICINE 

As  advanced  communications  technologies  grow  exponentially,  we  no  longer  stand  at 
the  dawn  of  the  Information  Age.  Our  nation  has  literally  leaped  into  the  middle  of  a 
new  era  of  knowledge  and  discovery.  The  information  infrastructure  has  grown  faster 
and  reaches  farther  than  anyone  could  have  imagined  just  ten  years  ago.  This  growth 
presents  our  nation  with  challenges  and  opportunities  never  faced  before: 

■  How  will  we  use  these  new  technologies? 

m  Who  will  use  them? 

m  Who  will  benefit  from  them? 

m  Will  they  promote  the  health  and  welfare  of  all  Americans? 

The  National  Library  of  Medicine  is  a  preeminent  leader  in  information  technologies; 
not  only  by  supporting  their  development,  but  also  by  ensuring  that  they  are  available 
to  and  benefit  all  Americans.  By  creating  and  testing  information  technologies  and 
applications  in  the  health  sciences,  the  NLM  is  helping  prevent  disease,  promoting 
health  and  saving  lives  for  ourselves,  our  children,  and  our  future  generations. 

As  Chairman  of  a  non-profit  organization  comprised  of  individuals,  institutions,  health 
care-related  associations  and  professional  societies,  I  am  pleased  to  submit  testimony  for 
the  Friends  of  the  National  Library  of  Medicine  to  the  Labor,  HHS,  and  Education 
Subcommittee  of  the  Senate  Committee  on  Appropriations.  The  Friends  strongly 
supports  the  President's  FY  1996  appropriation  request  of  $139.4  million  for  the 
Library.  The  National  Library  of  Medicine  is  not  just  a  storehouse  of  information.  It  is 
the  hub  of  a  vast  communication  network,  making  useful    and  even  life-saving  - 
biomedical  information  available  to  scientists,  doctors,  community  health  providers  and 
the  general  public. 
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Members  of  the  Friends  of  the  National  Library  of  Medicine  are  a  diverse  group  of 
medical  librarians,  physicians,  nurses,  dentists  and  other  health  care  professionals,  as 
well  as  medical  schools,  corporate  health  care  providers,  and  professional  medical 
societies.  We  join  together  because  of  the  critical  nature  of  the  NLM's  work. 

■  When  a  physician  needs  to  know  the  sources  of  all  current  information  on  a 
disease,  the  NLM  is  there. 

■  When  a  toddler  is  rushed  to  a  rural  emergency  room  after  ingesting  a  household 
cleanser  and  the  doctor  needs  instant  access  to  the  latest  information  on  toxic 
substances,  the  NLM  is  there. 

■  When  a  researcher  needs  to  find  historical  medical  documents,  the  NLM  is  there. 

■  When  a  scientist  develops  a  model  of  a  malignant  cell  or  a  new  and  potentially 
lethal  virus,  the  computerized  information  databases  of  the  NLM  are  there. 

On  its  campus  at  NIH,  through  its  Grateful  Med  software,  via  the  Internet  or  in  the 
volumes  of  medical  literature  contained  on  a  single  CD  ROM,  the  National  Library  of 
Medicine  is  at  the  forefront  of  providing  the  information  that  helps  us  perform  research, 
treat  disease  and,  literally,  save  lives. 


The  information  and  database  services  of  the  National  Library  of  Medicine  play  a 
vital  role  in  our  nation's  biomedical  research,  health  professions  education  and 
health  care  delivery. 


Whether  as  a  resource  for  an  undergraduate  nursing  student  or  a  Nobel  Laureate,  the 
National  Library  of  Medicine  offers  a  wealth  of  material  and  services  vital  to  health 
research  and  the  training  of  our  nation's  health  care  professionals.  The  collection  of  the 
NLM  includes  almost  5  million  items:  books,  journal  volumes,  theses,  pamphlets, 
audiovisuals,  manuscripts,  microforms,  and  more.  The  efforts  of  the  NLM  to  catalog 
and  abstract  this  material  ensure  its  accessibility  for  scientists  and  practitioners.  With 
50  databases  containing  almost  20  million  records,  the  National  Library  of  Medicine  is 
the  world's  largest  central  repository  of  health  sciences  information. 

MEDLINE  and  Other  On-Line  Database  Services 

In  1971  the  Library  had  the  foresight  to  establish  MEDLINE,  the  nation's  premiere 
online  bibliographic  database.  Thousands  of  medical  schools,  hospitals  and  biomedical 
research  centers  are  connected  to  MEDLINE.  The  development  of  the  user-friendly 
software  package,  Grateful  Med,  has  opened  the  files  of  MEDLINE  to  additional 
thousands,  including  countless  individual  users.  In  January,  1995,  MEDLINE  registered 
its  100,000th  user.  Many  of  those  100,000  users  are  members  of  the  Friends  of  the 
National  Library  of  Medicine.  Our  members  cite  numerous  examples  of  how  a  reference 
found  through  MEDLINE  made  the  difference  in  identifying  a  new  treatment,  isolating  a 
new  organism,  making  a  critical  diagnosis,  or  finishing  a  manuscript  or  journal  article. 

MEDLINE  not  only  makes  accessing  information  easier,  it  helps  lower  health  care  costs. 
An  October  7,  1994,  article  in  the  Wall  Street  Journal  cited  studies  in  the  Journal  of  the 
American  Medical  Association  and  the  journal  Academic  Medicine  that  documented  the 
value  of  MEDLINE  and  the  association  of  its  use  with  "significantly  lower  costs  and 
shorter  hospital  stays."  This  was  accomplished,  in  part,  by  doctors  using  Medline  to  make 
better  diagnoses  and  avoid  unnecessary  procedures. 
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Pre-dating  the  first  personal  computers  by  a  full  decade,  MEDLINE  foreshadowed  the 
"Information  Superhighway"  and  the  Internet.  It  helped  demonstrate  both  the  capability 
and  value  of  transmitting  complex  information  electronically.  The  NLM  has  not  only 
been  a  pioneer  in  biomedical  informatics,  but  a  leader  in  advanced  computing  and 
communications. 


MEDLINE  Registered  Online  User  Codes 
Fiscal  Year*  1984-1995 

Thoueanda 

120-  


84     85     ee     87     88     89     90     91     92     93     94  95 


WM  Numbtr  of  Uaerr 

Source:  National  Library  of  MedtelM 
FY  96  data  through  January  only. 


■  LOANSOME  DOC  is  an  online  service  of  the  National  Library  of  Medicine  that 
supports  health  care  professionals  throughout  the  country,  but  especially  those 
practicing  in  rural  or  underserved  areas.  Our  members  rely  on  this  service  to 
access  the  latest  information  on  clinical  guidelines  and  treatment  protocols. 

■  ALDSLLNE,  AIDSDRUGS,  ALDSTRIALS  and  DIRLINE,  the  NLM's  AIDS/HIV  and 
health  resource  directory  online  information  services,  are  now  offered  to  the 
public  at  no  charge.  The  day  this  announcement  was  made,  use  of  these  online 
services  immediately  doubled.  These  information  services  now  help  inform 
physicians  and  patients  alike,  improving  the  quality  of  care  for  persons  with  HIV 
and  AIDS. 

■  Health  Services/Technology  Assessment  Research  (HSTAR)  and  Health 
Services/Technology  Assessment  Text  (HSTAT)  are  two  new  online  services 
designed  to  better  cusseminate  clinical  guidelines  issued  by  the  Agency  for  Health 
Care  Policy  and  Research  (AHCPR)  and  NIH  Consensus  Statements.  This 
information  is  provided  in  a  format  and  language  that  the  general  public  can 
understand  and  use. 

■  TOXNET,  the  Toxicology  Data  Network,  with  its  TOXLTT,  CHEMLLNE,  ChernlD 
and  other  components  constitutes  the  world's  largest  comprehensive  source  of 
information  on  the  health  and  environmental  effects  of  hazardous  substances. 
Lives  have  been  saved  because  of  the  availability  and  accessibility  of  these 
resources  through  the  NLM's  Toxicology  and  Environmental  Health  Information 
Program. 

Education.  Outreach  and  Technical  Support  Programs 

Through  training  grants,  conferences  and  support  of  the  4100  members  of  the  National 
Network  of  Libraries  of  Medicine,  the  NLM  djsserninates  biomedical  information 
nationwide.  More  importantly,  the  National  Library  of  Medicine  is  improving  the  ability 
of  regional  medical  librarians,  their  patrons  and  the  general  public  to  access  and  use 
health  information. 

The  Extramural  Grants  programs  of  the  NLM  benefit  universities,  hospitals  and 
individuals  around  the  country.  Through  support  such  as  the  Medical  Library  Resource 
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Grants,  Information  Access  Grants  and  numerous  training  grants  and  fellowships,  the 
National  Library  of  Medicine  increases  the  capacity  of  institutions  and  individuals  to 
collect,  manage  and  disseminate  the  immense  amount  of  biomedical  information  now 
available. 

The  NLM  regularly  conducts  conferences  and  seminars,  either  as  sole  sponsor  or  in 
collaboration  with  other  institutions  and  organizations.  Through  the  outreach  efforts  of 
the  eight  Regional  Medical  Libraries,  the  NLM  has  created  a  national  network  of 
resources.  The  Friends  of  the  NLM  are  particularly  proud  to  have  co-sponsored,  with 
the  Regional  Medical  Libraries,  eight  technology  awareness  conferences  over  the  past 
two  years.  These  conferences  also  received  the  support  of  the  private  sector.  This  is 
another  example  of  the  public/private  partnership  at  work  at  the  NLM. 

In  September,  1994,  officials  of  the  National  Library  of  Medicine  participated  in  the 
Second  Annual  Friends  Conference  on  High  Performance  Computing  and 
Communications  and  Healthcare,  a  symposium  organized  by  the  Friends  of  the  National 
Library  of  Medicine.  This  conference  brought  together  scientists,  policymakers, 
corporate  executives,  healthcare  providers  and  consumers  from  around  the  country  to 
share  information  about  advanced  computing  and  communications  in  healthcare 
applications.  The  participation  and  leadership  of  the  NLM  was  critical  to  the  success  of 
this  conference,  which  generated  immense  creativity  and  enthusiasm  about  how 
information  technology  can  benefit  all  Americans,  by  making  health  services  more 
effective,  efficient  and  available. 


The  National  Library  of  Medicine's  support  of  advanced  computing  and 
communications  initiatives  is  critical  to  biomedical  research  and  health  services 
delivery. 


Through  its  involvement  in  the  High  Performance  Computing  and  Communications 
program,  the  NLM  supports  the  development  of  new  technologies  and  ensures  that  they 
have  health-related  applications.  Technologies  emerging  through  NLM-sponsored 
projects  are  accelerating  our  nation's  biomedical  research  and  health  education  efforts, 
enhanced  by  advances  in  high  performance  computing  and  communications  research. 
Some  25  percent  of  the  usage  of  the  NLM's  resources  is  now  via  the  Internet. 

Other  amazing  achievements  have  resulted  from  NLM-sponsored  projects  in  high 
performance  computing: 

Three-Dimensional  Imaging 

The  NLM  has  created  the  ability  of  researchers,  practitioners  and  students  to  generate 
life-like,  three-dimensional  images  of  the  human  body,  from  whole  organs  to  the 
smallest  molecules.  Among  the  most  astonishing  applications  of  high  performance 
computing  is  the  Visible  Human  Project,  which  has  digitalized  images  of  the  human 
body  in  microscopic  detail.  This  and  other  technologies  will  make  it  possible  for 
surgeons  to  "walk  through"  delicate  procedures  in  advance,  and  plan  the  best  strategies 
for  life-saving  interventions.  Students  will  journey  through  the  interiors  of  organs  and 
cells,  observing  and  exploring  anatomical  structures  in  virtual,  life-like  reality. 
Researchers  are  now  able  to  create  models  of  chemical  and  protein  molecules,  studying 
their  composition  and  interaction.  Computer-generated  images  help  scientists  anticipate 
the  action  of  drugs  on  human  cells,  viruses  and  other  organisms.  Research  into  life- 
sustaining  treatments  has  been  accelerated. 
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High-performance  computing  has  increased  our  capacity  to  sequence  and  map  the 
human  genome.  The  ability  to  locate  genetic  markers  for  special  inherited  traits  or 
vulnerability  to  certain  diseases  is  revolutionizing  health  care. 

Telemedicine 

Through  its  funding  of  test  bed  networks  around  the  United  States,  the  National  Library 
of  Medicine  is  promoting  the  ability  of  health  care  providers  and  consumers  to  interact 
and  access  information  from  distant  locations.  Telemedicine  makes  it  possible  for  a 
doctor  in  a  remote  area  to  send  visual  images  of  patients  and  detailed  information  of 
symptoms  to  specialists  in  major  medical  centers,  improving  the  diagnosis  and 
treatment  of  illnesses.  Teleradiology  sends  detailed,  digitalized  images  of  x-rays,  MRIs 
and  other  scans  to  teams  of  consultants  in  distant  cities.  In  Oregon,  Iowa,  North 
Carolina,  Virginia,  Montana,  Minnesota,  and  other  regions  of  the  country,  NLM- 
supported  testbeds  are  exploring  these  new  applications  of  advanced  computing  and 
communications. 

NLM-sponsored  telemedicine  projects  are  also  promoting  public-private  partnerships. 

Major  communications  corporations  such  as  AT&T,  MCI,  US  WEST,  Bay  Networks, 
Eastman  Kodak,  U.B.  Networks,  and  others,  are  making  major  investments  in 
collaborative  endeavors.  Corporate  executives  and  government  researchers  are  working 
together  to  develop  and  expand  systems  that  serve  the  public.  Better  and  more  efficient 
ways  are  being  developed  to  store  and  transmit  patient  medical  records,  share 
information  and  promote  consultation  among  practitioners. 

The  Friends  of  the  National  Library  of  Medicine  strongly  supports  the  HPCC  initiatives 
of  the  NLM.  Investment  in  advanced  computing  and  communications  is  leveraging 
value  and  creating  dividends  far  beyond  the  goals  originally  envisioned  for  the  program. 
NLM-supported  research  has  spawned  advances  that  are  building  and  strengthening  the 
information  infrastructure. 


|  Through  all  of  its  programs,  the  National  Library  of  Medicine  is  promoting  the 
health  and  well-being  of  every  American. 


By  improving  the  storage  and  exchange  of  health  information,  building  new 
technologies  that  advance  research  and  clinical  practice,  and  creating  a  "health-literate' 
society  by  making  the  latest  biomedical  and  health  information  accessible  to  everyone, 
the  National  Library  of  Medicine  represents  the  best  possible  investment  of  public 
resources  for  the  public  good. 


STATEMENT  OF  ABBEY  S.  MEYERS,  PRESIDENT,  NATIONAL 
ORGANIZATION  FOR  RARE  DISORDERS,  INC.  [NORD] 

Mr.  Chairman,  members  of  the  Committee,  thank  you  for  enabling  NORD  to  submit  testimony  on 
behalf  of  funding  for  the  National  Institutes  of  Health  (NIH).  I  am  Abbey  Meyers,  President  of 
the  National  Organization  for  Rare  Disorders  (NORD),  which  represents  an  estimated  20  million 
Americans  with  more  than  5,000  rare  "orphan  diseases."  Under  the  federal  Orphan  Drug  Act  of 
1983,  a  rare  disorder  is  defined  as  any  disease  or  condition  affecting  fewer  than  200,000 
Americans. 

In  general,  rare  disorders  are  often  misdiagnosed  or  undiagnosed;  when  identified  properly,  they 
are  seldom  treated  appropriately;  and  they  are  frequently  hopeless  because  treatment  currently 
does  not  exist,  and  few  scientists  are  studying  them.  Even  in  cases  where  scientists  have  identified 
the  cause  of  a  disease  and  are  developing  a  treatment,  the  private  sector  is  rarely  interested  in 
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commercializing  the  medicine  or  device  because  the  small  market  for  such  treatments  limits  their 
potential  profitability.  These  obstacles  to  identification,  treatments  and  cures  for  understudied 
rare  diseases  are  documented  in  the  report  of  the  National  Commission  on  Orphan  Diseases, 
which  was  submitted  to  Congress  in  1989. 

RQ1  Grants 

Mr.  Chairman,  it  is  safe  to  say  that  there  would  be  no  scientific  advancement  in  the  understanding 
of  rare  disorders  without  the  N1H.  The  NIH's  intramural  research  projects  and  extramural  basic 
and  clinical  research  grants  are  absolutely  essential  to  scientists  studying  these  disorders.  NIH's 
technology  transfer  activities  are  also  necessary  for  the  development  of  treatments  and  cures  for 
orphan  diseases.  Why?  Because  the  private  sector  is  simply  not  interested  in  pursuing  diseases 
that  affect  small  numbers  of  people. 

Approximately  4,000  of  the  estimated  5,000  orphan  diseases  are  genetically  based.  This  does  not 
necessarily  mean  they  are  hereditary;  new  mutations  can  occur  in  any  human  being  without 
warning.  Therefore,  we  have  to  thank  the  Congress  for  its  support  of  the  Human  Genome  Project 
which  is  unraveling  mysteries  that  mankind  has  sought  from  the  beginning  of  time.  However,  the 
fruit  of  the  Human  Genome  Project  must  be  translated  into  therapeutic  and  curative 
interventions  through  investigator  initiated  research  grants  (ROl's). 

The  entire  orphan  disease  community,  including  scientists,  patients  and  voluntary  health  agencies, 
is  very  concerned  about  the  shrinking  pool  of  funds  available  for  ROl  grants.  The  competition 
for  these  limited  funds  is  critical  to  the  alleviation  of  pain  and  avoidance  of  death  to  millions  of 
Americans,  yet  academic  scientists  have  less  than  a  15%  chance  of  their  proposals  being  funded. 
The  data  illustrates  that  MD's  have  less  chance  than  Ph.D.'s  to  obtain  funding.  This  means  that 
clinical  scientists,  who  actually  examine  and  treat  people  with  diseases,  are  less  likely  to  obtain 
funding  than  basic  scientists  who  have  little  or  no  contact  with  human  subjects.  While  basic 
scientific  discoveries  are  essential  to  scientific  progress,  translation  of  basic  science  into  useable 
knowledge  should  not  be  left  to  serendipity.  For  example,- a  discovery  about  the  inflammatory 
process  of  cells  is  likely  to  be  translated  by  the  commercial  sector  into  an  arthritis  drug,  while 
application  of  the  same  knowledge  to  diseases  like  Tay-Sachs  or  Sickle  Cell  Anemia  is  likely  to  be 
ignored.  Only  clinicians  who  work  with  these  patients  would  apply  that  basic  knowledge  to  these 
understudied  diseases,  and  their  only  source  of  funds  is  ROl  grants. 

We  are  disturbed  that  congressional  earmarking  and  administration  targeting  of  NTH  funds 
subtracts  from  the  pool  of  money  available  for  investigator  initiated  research  grants.  Of  the 
President's  proposed  FY96  increase  of  $468  million  for  NIH,  only  $196  million  is  slated  to  go  to 
investigator  initiated  ROl  grants.  The  remainder  is  targeted  to  specific  programs. 

The  non-telethon  diseases  hurt  just  as  much,  and  are  every  bit  as  deadly,  as  the  better  known 
diseases  that  seem  to  afflict  publicly  recognized  personalities.  Consequently,  the  sums  put  aside 
to  study  "diseases  of  the  month"  leave  a  smaller  slice  of  the  funding  pie  for  ROl  grants.  We  ask 
you  to  examine  whether  the  huge  sums  spent  on  diseases  in  the  news  accomplishes  more  than 
these  dollars  would  if  they  were  spent  instead  on  the  high  quality  competitive  ROl  grants  that 
receive  high  scores  but  increasingly  go  unfunded. 

Gene  Therapy 

Human  gene  therapy  was  originally  conceived  as  a  technology  that  would  provide  treatments  and 
cures  for  hereditary  diseases.  Despite  the  original  intent  of  the  pioneer  scientists,  gene  therapy 
experiments  today  are  overwhelmingly  aimed  not  at  genetic  diseases,  but  at  cancer  and  HIV. 
Editorials  in  the  October  1994  issue  of  the  journal,  Human  Gene  Therapy,  confirm  that  the  cost 
of  vector  manufacturing  requires  involvement  of  biotechnology  companies,  but  they  are  aiming  at 
the  most  lucrative  and  prevalent  diseases  ("Gene  Therapy  and  Genetic  Diseases:  Revisiting  the 
Promise."  Meyers,  A;  "Yes.  Abbev.  You  Are  Right."  Anderson,  W.F.).  Congress  recognized  this 
problem  in  the  FY94  appropriations  report  (H.R.  2518),  which  directed  NTH  to  place  a  high 
priority  on  an  "accelerated,  focused  initiative  on  gene  therapy  for  hereditary  rare  disorders." 


276 


To  address  this  problem,  NIH  plans  to  issue  a  request  for  applications  to  establish  as  many  as 
three  national  laboratories  for  vector  production  and  maintenance,  for  gene  therapy  on  diseases 
that  the  commercial  sector  is  not  pursuing.  The  National  Gene  Therapy  Vector  Laboratory 
Program  will  require  $1  million  for  the  initial  phase  of  the  program  that  would  provide  the 
infrastructure  for  the  development  and  manufacture  of  "vectors"  (genetically  engineered  viruses). 
During  following  years  additional  funds  will  be  needed  to  produce  and  distribute  quantities  of 
vectors  to  academic  scientists  in  compliance  with  FDA  approved  standards. 

This  lifesaving  program  will  be  co-funded  by  several  of  the  NIH  research  Institutes  and  the 
National  Center  for  Research  Resources  (NCRR).  Gene  therapy  clinical  trials  could  be  pursued  at 
the  General  Clinical  Research  Centers  (GCRC's)  under  NCRR  if  this  committee  appropriates 
sufficient  funds. 

Mr.  Chairman,  last  year  the  German  government  solicited  30  gene  therapy  proposals  and  in 
response  received  180  applications.  The  French  government  has  set  aside  $50  million  for  clinical 
research  on  gene  therapy  at  university  hospitals.  The  European  Union  (EU)  has  appropriated 
$336  million  for  pharmaceutical  and  biotechnology  research  related  to  nine  priority  areas;  one  of 
them  is  rare  diseases.  Japan  has  also  set  aside  millions  of  dollars  to  support  research  on  orphan 
drugs  and  gene  therapy  for  rare  diseases.  Our  great  country,  Mr.  Chairman,  sets  aside  only  $15 
million  per  year  for  FDA  Orphan  Products  Research  Grants,  which  is  the  only  source  of  federal 
funds  directly  targeted  for  clinical  research  on  rare  diseases.  The  USA  can  no  longer  afford  to 
ignore  this  problem,  and  the  funding  required  is  minimal  in  comparison  to  the  potential  payoff 

Rare  Disease  Clinical  Associate  Physician  Research  Training  Awards 

Attracting  researchers  to  rare  diseases  is  a  particularly  difficult  problem  if  there  has  been 
inadequate  exposure  to  rare  disease  research  in  medical  school  and  academic-based  training 
programs.  To  expand  the  number  of  available  trained  clinical  researchers  to  devote  time 
specifically  to  rare  diseases,  we  recommend  the  creation  of  post-doctoral  clinical  research  training 
fellowships.  Existing  programs  would  be  used  to  identify  and  administer  those  investigators 
selected  to  be  Rare  Diseases  Research  Fellows.  A  three-year  period  is  considered  essential  to 
capture  the  career  research  interest  of  potential  investigators  and  to  expose  the  investigator  to  a 
level  of  training  and  experience  adequate  to  facilitate  their  later  success.  Individuals  competing 
for  this  award  would  include  those  clinician-scientists  who  have  already  completed  research 
training  programs  and  are  now  looking  for  a  specific  area  to  focus  their  research  career.  Lack  of 
funds  directed  to  rare  disease  research  has  been  a  major  deterrent  to  investigators  who  might  want 
to  concentrate  their  careers  on  rare  diseases. 

We  request: 

•  $900,000  the  first  year  (15  Physician  Research  Fellowships  at  $60,000  each  -$53,000  for 
salaries,  $6,000  for  laboratory  supplies,  and  $1,000  for  travel) 

•  $2.7  million  the  second  year  (15  Second  year  Fellows,  30  First  Year  Fellows) 

•  $4.5  million  the  third  year  (15  Third  Year  Fellows,  30  Second  Year  Fellows,  and  30  First  year 
Fellows) 

•  $5.4  million  the  fourth  year  and  thereafter  (30  each  of  the  Third,  Second,  and  First  Year 
Fellows) 

Rare  Disease  Clinical  Research  Database  and  Monitoring  System 

In  the  report  language  accompanying  the  NIH  fiscal  year  1995  appropriations,  the  Senate 
Appropriations  Committee  stated  .  .  .  "The  Committee  is  pleased  with  the  initiation  of  planning 
for  the  rare  disease  clinical  research  database  .  .  .  funds  are  provided  to  enable  the  Office  to  move 
ahead  with  implementation  of  the  database."  The  NIH  Office  of  Rare  Disease  Research  has 
moved  out  of  the  planning  stages  and  is  now  involved  in  the  implementation  of  this  program  to 
develop  a  user  friendly  database  that  will  link  patients  and  research  investigators.  The  Office  is 
expected  to  award  a  contract  in  the  very  near  future  for  the  development  and  implementation  of  a 
national  rare  disease  clinical  research  database.  The  Office  has  sought  advice  from  the  voluntary 
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health  organizations,  research  scientists  and  NIH  intramural  and  extramural  research  communities. 
The  anticipated  completion  date  for  this  database  and  information  system  is  18  to  24  months  after 
the  award  of  the  contract.  Current  funding  levels  for  this  activity  should  remain  the  same  as  the 
appropriation  for  fiscal  year  1995  ($750,000). 

An  estimated  $500,000  per  year  will  be  required  in  fiscal  year  1997  and  thereafter  to  maintain  the 
database  and  monitoring  system.  These  costs  are  associated  with  the  maintenance,  distribution, 
and  revision  of  information  contained  in  the  Rare  Disease  Clinical  Research  Database  and 
Monitoring  System.  Enhancement  and  maintenance  of  the  rare  disease  directory  will  be  required 
to  ensure  the  applicability  of  the  rare  disease  directory  to  the  rare  disease  research  programs 
supported  by  NIH.  An  existing  information  system,  the  National  Cancer  Institute's  successful 
Physician  Data  Query  (PDQ)  System,  serves  as  a  model  for  the  rare  diseases  database. 

Office  for  Rare  Disease  Research 

Mr.  Chairman,  we  hope  this  committee  will  support  Senator  Hatfield's  bill,  S.184,  the  Office  for 
Rare  Diseases  Act,  which  will  provide  a  permanent  home  for  orphan  diseases  at  NIH.  Right  now 
without  the  authority  of  a  mandated  office,  there  is  no  coordination  of  research  efforts  at  the 
various  Institutes  because  no  one  has  the  authority  to  require  cooperation  and  pooling  of 
resources.  S.184  will  formalize  the  office  that  was  created  voluntarily  by  NIH  some  years  ago, 
but  will  also  provide  a  staff,  a  budget,  and  sufficient  authority  for  the  office  to  monitor  rare 
disease  research  programs,  avoid  waste  and  duplication,  and  reach  outside  of  NIH  to  other 
government  departments  with  a  biomedical  research  mission  (e.g.,  CDC,  VA,  Dept.  of  Energy, 
etc.). 

National  and  International  Efforts  on  Rare  Disorder  Research 

The  United  States  was  the  first  government  in  the  world  to  recognize  its  responsibility  to  fill  a 
void  in  the  biomedical  research  enterprise  that  evolved  out  of  the  disinterest  of  the  commercial 
sector.  The  Orphan  Drug  Act  of  1983  was  a  humanitarian  and  pragmatic  solution  to  an  economic 
problem  that  became  a  model  of  creative  government  intervention  for  the  rest  of  the  world. 
Singapore  and  Japan  have  since  enacted  orphan  drug  legislation,  Germany  and  France  have 
initiated  orphan  disease  research  programs,  and  the  European  Union  (EU)  is  currently  designing  a 
statute  modeled  on  our  orphan  drug  legislation. 

The  United  States  must  maintain  its  leadership  in  this  competitive  arena,  but  without  the  basic  and 
clinical  research  supported  by  NIH  at  academic  facilities  throughout  the  nation,  and  without  a 
targeted  initiative  for  gene  therapy  on  hereditary  diseases,  America  will  no  longer  lead  the  world. 
Instead,  we  will  be  followers  of  new  technology,  we  will  be  purchasers  of  imported  medications, 
and  we  will  trail  in  development  of  biotechnology  and  gene  therapy  breakthroughs. 

We  ask  this  committee  to  invest  in  targeted  orphan  disease  research  and  training  programs,  the 
NIH  Office  for  Rare  Diseases,  and  the  abatement  of  morbidity  and  mortality  for  orphan  disease 
patients  throughout  our  nation.  Thank  you. 


STATEMENT  OF  SANDRA  C.  RAYMOND,  EXECUTIVE  DIRECTOR, 
NATIONAL  OSTEOPOROSIS  FOUNDATION 

Mr.  Chairman,  members  of  the  Committee,  I  am  Sandra  Raymond,  Executive 
Director  of  the  National  Osteoporosis  Foundation.  I  appreciate  this  opportunity  to 
address  this  distinguished  panel. 

In  my  testimony  today,  I  want  to  describe  to  you  the  invisible  faces  of  osteoporosis 
and  outline  the  extent  of  the  problem;  urge  that  NIH  be  provided  adequate  funding  to 
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continue  its  important  mission  in  biomedical  research  and,  describe  how  we  can 
immediately  expand  our  prevention  education  efforts  with  your  help. 

You  may  have  seen  the  face  of  osteoporosis-perhaps  in  your  mother,  your 
grandmother,  your  aunt  or  favorite  neighbor.  She  most  likely  is  bent  over,  perhaps  walks 
with  a  cane  or  a  walker;  her  back  exhibits  a  pronounced  curvature-a  dowager's  hump. 
More  often  than  not,  her  back  causes  her  constant  pain.  The  pain  and  the  malformation  of 
her  body  reduces  her  ability  to  perform  activities  of  daily  living  and  therefore  reduces  her 
quality  of  life.  She  may  have  had  a  hip  fracture  which  would  have  caused  her  to  be 
hospitalized  and  to  have  spent  post-operative  time  in  a  nursing  home  adding  untold  costs 
to  the  Medicare  program. 

The  face  of  osteoporosis  that  you  may  not  have  seen,  is  the  43-year  old  woman, 
whose  bones  have  deteriorated  to  the  degree  that  she  has  been  diagnosed  with 
osteoporosis.  She  looks  normal  and  healthy,  but  for  unknown  reasons,  she  is  losing  bone 
at  an  accelerated  rate  and  placing  her  at  risk  of  fractures. 

Or  the  young  woman  who  at  34  was  diagnosed  with  osteoporosis  due  to  athletic 
training  and  anorexia  causing  amenorrhea  14  years  earlier  when  she  was  only  20  years  old. 

Nor  may  you  have  recognized  the  face  of  osteoporosis  in  the  36  year  old  man 
whose  bones  are  like  a  65  year  old  woman.  At  age  14,  he  was  diagnosed  with  rheumatoid 
arthritis  and  given  prednisone-a  drug  which  he  is  still  taking.  Recently,  after  feeling  he 
was  getting  shorter  and  in  an  effort  to  find  the  cause  of  his  back  pain,  he  had  a  bone 
density  test.  He  was  shocked  when  he  was  diagnosed  with  osteoporosis-a  disease  he 
thought  was  reserved  for  old  women. 

Osteoporosis  has  very  different  faces-and  many  go  unrecognized  and  undiagnosed 
until  debilitating  fractures  occur.  Osteoporosis  is  today  a  major  health  problem  which  the 
World  Health  Organization  has  characterized  as  "epidemic."  In  the  United  States,  it 
affects  more  than  25  million  people,  80  percent  of  whom  are  women.  Its  direct  medical 
costs  are  estimated  to  be  at  least  $10  billion  each  year,  but  its  degrading  effects  on  the 
quality  of  life  for  those  who  suffer  the  pain,  deformity  and  fear  caused  by  fractures  are 
immeasurable.  The  disease  causes  1.5  million  fractures  annually--a  figure  which  is 
expected  to  increase  dramatically  in  the  future.  With  so  many  Americans  likely  to  live  into 
their  seventh,  eighth  and  ninth  decades  when  osteoporosis  fully  expresses  itself  in 
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fractures,  it  is  critical  that  an  effective,  comprehensive  national  research  and  education 
effort  be  undertaken  immediately. 

The  NIH  Revitalization  Act  of  1993  called  for  two  osteoporosis-related  initiatives. 
First,  it  authorized  $40  million  in  new  funds  for  osteoporosis  and  related  bone  disease 
research  at  the  National  Institute  of  Health  (NIH).  Second,  it  called  for  an  osteoporosis 
and  related  bone  diseases  resource  center.  Allow  me  to  elaborate  on  both  points. 

Biomedical  Research 

First,  the  $40  million  additional  research  funding,  while  yet  to  be  appropriated, 
clearly  underlines  that  the  intent  of  Congress  is  to  further  support  the  important 
osteoporosis  research  taking  place  at  the  National  Institute  of  Arthritis,  Musculoskeletal 
and  Skin  Disease  (NIAMS)--the  lead  institute  for  osteoporosis  research  and  other 
institutes  such  as  the  National  Institute  of  Aging,  the  National  Institute  for  Diabetes  and 
Digestive  and  Kidney  Diseases  and  the  Insdtute  of  Dental  Research.  While  many  exciting 
discoveries  are  made  by  the  private  sector,  i.e.  pharmaceutical  and  bio  tech  companies, 
these  entities  have  a  narrow  clinical  focus  with  a  product  as  the  end  result.  NIH,  on  the 
other  hand,  conducts  the  basic  biomedical  research  that  provides  the  basis  for  further 
applied  research  by  the  private  industry.  Together  they  form  an  important  partnership. 
We  are  at  the  precipice  of  major  breakthroughs  in  osteoporosis  research-but  that  research 
will  not  proceed  without  adequate  funding.  NIAMS  has  been  underfunded  since  its 
inception.  NIAMS  has  done  so  much  with  so  little,  yet  so  much  more  remains  to  be  done. 

We  know  that  earmarks  are  not  popular,  Mr.  Chairman,  but  at  a  minimum, 
NIAMS  should  be  brought  to  parity  with  NIH.  Over  the  last  few  years,  NIAMS  has  only 
been  able  to  fund  an  average  of  19  percent  of  the  grants  they  receive  as  opposed  to  almost 
25  percent  for  NIH  overall.  What  has  fallen  through  the  cracks  is  osteoporosis  research. 
A  multitude  of  worthy  research  projects  go  unfunded  year  after  year  while  another 
generation  of  young  researchers  decide  to  investigate  better-funded  areas.  To  meet  the 
medical  demand  of  the  21st  century  and  to  attract  the  young  scientists  to  carry  out  the 
many  promising  research  opportunities  within  its  mandate,  NIAMS  will  need  to  fund  at 
least  30  percent  of  its  research  grants,  or  $271  million  for  fiscal  year  1996. 

Osteoporosis  and  Related  Bone  Diseases  National  Resource  Center 

Second,  last  year  the  National  Osteoporosis  Foundation  (NOF)  was  awarded 
$500,000  a  year  grant  for  four  years  from  the  National  Institutes  of  Health  (NIH)  to  create 
the  Osteoporosis  and  Related  Bone  Diseases  National  Resource  Center.   This  Center 
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carries  out  the  mandate  described  in  the  NIH  Revitalization  Act  to  address  the  need  for 
increased  public  awareness  and  knowledge  about  osteoporosis. 

The  need  to  educate  and  disseminate  information  about  prevention  of  osteoporosis 
is  underscored  by  a  recent  women's  health  survey.  Over  60  percent  of  women  surveyed 
were  unfamiliar  with  osteoporosis.  In  1991  the  Gallop  poll  revealed  that  70  percent  of 
women  polled  never  address  this  crippling  disease  with  their  physicians.  A  1994  OTA 
report  entitled  Public  Information  About  Osteoporosis:  What's  Available,  What's 
Needed?  pointed  out  the  urgent  need  to  meet  this  lack  of  public  awareness.  OTA  states  in 
this  report  that  better  ways  of  disseminating  public  information  materials  and  programs  are 
needed,  and  that  the  new  resource  center  must  "develop  ways  of  targeting  information  to 
different  population  groups;"  respond  "constructively  to  media  reports  that  provide 
incomplete  or  contradictory  information;"  and  reduce  "the  duplication  of  effort  that 
currently  occurs." 

Unfortunately,  the  present  level  of  funding  for  the  Resource  Center,  does  not  allow 
the  Center  to  meet  the  needs  as  outlined  in  the  OTA  Report  and  severely  limits  access  to  a 
majority  of  Americans.  The  Resource  Center  currently  can  only  answer  less  than  30,000 
calls  per  year  through  the  use  of  a  tool-free  number.  Additional  funding  would  permit  the 
toll-free  line  to  be  advertised  more  widely  with  access  to  at  least  150,000  callers  per  year. 

The  Resource  Center's  behavioral  research  addresses  two  key  subsets  of  the 
population,  i.e.  adolescent  girls  and  the  frail  elderly.  However,  no  funds  were  allocated 
for  implementation  of  the  recommendations  emanating  from  the  research.  Additional 
funding  is  needed  to  launch  the  major  health  promotion  programs  suggested  by  the 
research  for  these  two  major  high  risk  segments  of  the  population, 

Lastly,  funding  is  needed  to  develop  gender,  ethnic,  and  age-appropriate  materials 
for  the  general  population  as  well  as  specialized  resources  for  people  with  hearing  and 
vision  impairment,  different  literacy  skills,  and  foreign  language  needs,  since  no  such 
materials  exist 

We  request  that  you  provide  additional  funding  in  the  amount  of  $1  million  for  the 
Resource  Center  in  the  FY  1996  Labor,  HHS,  and  Education  Appropriations  bill.  This 
additional  million  will  assure  that  the  National  Resource  Center  reaches  the  millions  of 
American  who  have  or  are  at  high  risk  for  developing  osteoporosis  and  related  bone 
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diseases.  A  total  budget  of  $1.5  million  in  1996  will  enable  the  Center  to  more 
comprehensively  address  the  prevention  and  treatment  of  this  major  public  health  problem. 


In  conclusion,  we  appreciate  the  funding  constraints  Congress  is  under  at  the 
present  time,  but  investing  in  osteoporosis  not  only  is  an  investment  in  keeping  medical 
costs  under  control,  but  is  an  investment  in  the  strength  of  America's  future.  To  reduce 
health  care  costs  of  a  disease  with  epidemic  proportions,  we  must  invest  in  finding  answers 
to  this  disease  now.  NIAMS  must  reach  parity  with  other  institutes  in  order  that 
investigators'  initiatives  will  be  funded  and  biomedical  bone  research  will  flourish,  and  the 
Osteoporosis  and  Related  Bone  Diseases  National  Research  Center  must  accelerate  its 
prevention  efforts  as  soon  as  possible  with  the  help  of  an  additional  $1  million. 
Osteoporosis  is  one  disease  that  with  an  expanded  research  effort,  education  and 
preventive  medical  treatment  can  be  brought  under  control  and  eradicated  within  a  decade. 
We  need  your  help,  and  with  it  we  can  make  osteoporosis  a  disease  of  the  past. 


STATEMENT  OF  DELANO  E.  LEWIS,  PRESIDENT  AND  CEO,  NATIONAL 
PUBLIC  RADIO  [NPR] 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Delano  Lewis,  President  and  CEO 
of  National  Public  Radio  (NPR).  I  appreciate  the  opportunity  to  testify  on  behalf  of  NPR  and  our 
520  member  stations.  Mr.  Chairman,  we  are  acutely  aware  of  the  government's  current  budget 
constraints  and  the  American  people's  desire  to  bring  the  federal  budget  into  balance.  As 
taxpayers  and  operators  of  small  businesses,  we  agree  that  something  must  be  done  about  the 
nation's  fiscal  crisis.  Balanced  against  the  need  to  cut  the  budget,  however,  must  be  an  objective 
evaluation  of  the  value  of  the  services  to  be  cut.  The  value  of  public  radio  to  American 
communities  is  what  I  want  to  talk  to  you  about  today. 

I  want  to  share  with  you  the  reasons  I  believe  public  funding  of  public  radio  continues  to 
be  a  legitimate  role  of  government. 

Public  radio  is  a  highly  successful  public/private  partnership. 

Public  radio  provides  high  quality  programming  and  services  that  are  not  available 
anywhere  else  on  the  radio  dial. 

Public  radio  is  a  good  investment  of  taxpayer  dollars. 

Public  radio  is  an  integral  part  of  the  informational,  educational,  and  cultural  lives  of 
American  communities. 

The  public  radio  audience  is  a  broad  and  diverse  cross-section  of  Americans  -  not  merely 
the  culturally  elite. 

Twenty  five  years  ago,  Congress  made  a  small  investment  in  public  radio  that  has  returned 
great  dividends  to  millions  of  listeners  across  the  country.  Today,  public  radio  is  a  highly 
successful  public/private  partnership,  in  which  the  federal  investment  is  about  29  cents  per  person 
per  year  -  less  than  the  cost  of  one  postage  stamp.  Every  dollar  in  federal  funding  for  public 
radio  leverages  five  dollars  in  other  funding.  A  29  cent  investment  combined  with  other  funding 
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sources  brings  high  quality  news,  information,  and  cultural  programming  to  18.2  million  listeners 
per  week.  One  indicator  of  this  value  is  that  public  radio's  audience  continues  to  grow.  In  less 
than  five  years,  the  weekly  audience  for  CPB-supported  stations  has  grown  by  more  than  2.5 
million  listeners,  an  increase  of  39  percent. 

Listeners  are  attracted  to  public  radio  programming  for  its  breadth,  depth,  quality,  and 
informational  value.  No  one  else  is  providing  the  programming  and  services  that  NPR  and  its 
member  stations  offer  to  local  communities.  There  are  no  Arts  and  Entertainment  or  Discovery 
Channels  for  radio.  No  other  radio  group  is  providing  the  long-form,  in-depth,  analytical  news 
and  information  programming  heard  on  public  radio.  There  is  no  cable  to  the  car,  jogger,  or 
individual  walking  down  the  street  —  and  there  is  no  cable  to  nearly  40%  of  the  American 
population.  In  other  words,  there  is  no  alternative  to  the  services  provided  by  public  radio. 
Public  radio  is  available  to  all  Americans.  It  is  the  public  library  of  the  air,  free,  and  universally 
accessible.  It  is  portable  and  available  24  hours  a  day,  seven  days  a  week. 

Mr.  Chairman,  public  radio  is  a  good  investment.  CPB  dollars  are  local  dollars.  Ninety- 
three  percent  (93%)  of  CPB  funding  for  public  radio  goes  directly  to  local  public  radio  stations. 
Public  radio  serves  the  public  interest  by  providing  thoughtful  discussion  and  analysis  of  current 
events  and  issues.  We  help  our  listeners  better  understand  the  world  they  live  in  by  providing 
programs  that  present  a  unique  perspective  on  issues  that  are  important  to  their  daily  lives  We 
strive  for  programming  that  is  stimulating,  informative  and  valuable.  By  providing  access  to  the 
arts  and  to  information,  by  clearly  articulating  many  viewpoints  on  issues  of  the  day,  we  serve  as  a 
catalyst  for  listeners  to  play  leadership  roles  in  their  communities. 

Public  radio  is  an  integral  part  of  the  informational,  educational,  and  cultural  lives  of 
American  communities.  It  is  an  oasis  for  reasoned  discourse  about  the  important  issues  facing  our 
country  and  world.  NPR  and  our  member  stations  believe  we  have  a  mandate  from  the  Congress 
and  our  listeners  to  provide  programs  that  educate,  inform  and  entertain,  while  also  meeting  the 
diverse  needs  of  our  audience.  Public  broadcasters  do  not  believe  their  job  is  finished  after  the 
production  and  airing  of  a  program.  In  order  to  maximize  the  potential  of  our  programs  as  tools 
for  learning,  and  to  ensure  that  they  serve  the  widest  possible  audience,  many  of  our  programs  are 
augmented  with  community  outreach  campaigns  and  are  accompanied  by  teacher  guides  for  in- 
classroom  use. 

Public  radio  is  more  than  a  broadcast  service  whose  value  can  be  measured  in  ratings 
points  or  signal  strength.  Public  radio  stations  are  involved  in  activities  and  programming  that 
foster  awareness  of  issues  important  to  the  community,  encourage  discussion  and  participation  in 
solving  community  problems,  provide  programming  for  those  with  special  needs,  and  enhance  the 
education  of  our  youth. 

For  instance,  NPR  News  has  provided  innovative  and  in-depth  coverage  of  pressing  issues 
such  as  education  and  welfare  reform.  An  NPR  reporter  spent  months  inside  Chicago's  public 
Taft  High  School  and  filed  seventeen  reports  documenting  education  challenges  from  the  points 
of  view  of  the  teachers,  students,  and  administrators.  We  also  did  a  detailed  three-part  series  on 
the  history  of  welfare  in  America  and  past  attempts  to  reform  it. 

NPR  also  works  with  member  stations  to  serve  local  communities.  In  conjunction  with 
NPR's  RADIO  EXPEDITIONS  special,  a  partnership  with  the  National  Geographic  Society,  NPR 
produced  WATER:  THIRSTING  FOR  TOMORROW,  an  examination  of  the  future  of  fresh 
water  in  America.  NPR  produced  a  teachers'  guide  to  foster  classroom  activities  around  the 
topic.  KLCC-FM  in  Eugene,  OR  distributed  teachers  guides  to  47  high  schools,  involved 
students  in  special  broadcasts,  and  did  companion  stories  and  a  call-in  program. 

Local  public  radio  stations  provide  unique  services  and  programming  to  meet  local  needs. 
Connecticut  Public  Radio  presents  a  monthly  "Alcoholics  Anonymous  Open  Information 
Meeting,"  providing  people  with  a  greater  degree  of  anonymity  than  attending  a  meeting  in 
person.  In  Chico,  CA,  KCHO-FM  is  building  a  distance  learning  audio  network  to  serve  the 
rural  and  mountainous  regions  of  northern  California  with  programs  that  will  earn  credit  at 
California  State  University,  Chico.  In  Mississippi,  the  state  with  the  highest  percentage  of  blind 
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citizens  in  America,  Public  Radio  in  Mississippi  provides  a  valued  radio  reading  service  of  local 
and  national  publications  twenty-four  hours  a  day  all  year. 

WDUQ-FM  in  Pittsburgh,  PA  broadcasts  live  hearings  on  important  local  issues  and 
concerns,  such  as:  a  public  hearing  by  the  National  Transportation  Safety  Board  on  the 
investigation  of  the  crash  of  US  Air  flight  427;  a  hearing  on  a  proposed  Gun  Control  ordinance  in 
Pittsburgh;  and  an  open  hearing  about  children  at  risk  sponsored  by  the  Pittsburgh  Human 
Relations  Commission.  In  addition,  WDUQ  provided  educational  packets  to  sixty  schools  in  the 
region  related  to  WADE  IN  THE  WATER,  a  series  on  sacred  African  American  music  from 
National  Public  Radio.  In  Spokane,  Washington,  KPBX-FM  produces  and  airs  Classical  Music 
J  01,  a  weekly  program  introducing  listeners  to  the  basics  of  the  art.  In  the  past  year,  KPBX  has 
presented  nine  live-performance  Kids  Concerts,  with  the  goal  of  teaching  kids  to  appreciate  and 
enjoy  the  fun  of  fine  music. 

The  development  of  an  interactive  telecommunications  network  linking  schools,  libraries, 
health  care  facilities,  governments  and  other  public  information  producers  offers  exciting 
possibilities  for  public  service.  Recently,  CPB,  in  cooperation  with  U  S  West,  awarded  $1.4 
million  to  1 2  commuity  computer  networking  projects  across  the  nation.  This  initiative  is 
designed  to  develop  and  encourage  free  public  access  to  education  and  information  on-line 
services,  using  local  public  radio  and  television  stations  as  a  nucleus.  Public  radio  stations  in 
Alaska,  Massachusetts,  Colorado,  Virginia,  California  and  Indiana  are  involved.  Investment  in 
public  radio  will  ensure  that  high  quality  material  is  available  to  the  public  on  the  information 
highway,  via  projects  like  these,  and  others. 

Significant  cuts  in  or  elimination  of  federal  funding  would  hurt  local  communities  around 
the  country,  not  just  "inside  the  Beltway"  institutions.  In  small,  rural,  and  minority  communities 
across  the  country,  public  radio  is  a  lifeline.  Stations  use  their  CPB  dollars  to  air  programming 
that  serves  diverse  community  needs,  particularly  in  places  where  the  local  newspaper  is  published 
just  once  a  week,  and  the  radio  station  is  the  only  source  of  daily  local  news  and  live  events. 
Many  of  our  rural  and  minority  stations  simply  could  not  survive  without  federal  funding.  They 
have  neither  the  population  base  nor  a  large  enough  corporate  community  to  make  up  the 
difference. 

Reduced  income  to  public  radio  stations  in  major  markets  would  cause  harm  to  the  entire 
system.  These  stations  pay  for  a  large  share  of  the  national  programming  on  public  radio.  Many 
use  CPB  funds  to  produce  programs  for  the  entire  system.  For  example,  WHYY-FM  in 
Philadelphia  produces  FRESH  AIR  and  Minnesota  Public  Radio  produces  A  PRAIRIE  HOME 
COMPANION,  both  programs  carried  by  a  large  number  of  stations  in  the  public  radio  system. 
Their  losses  would  have  ramifications  for  stations  and  listeners  across  the  country. 

The  public  radio  community  is  an  interconnected  system  of  local  stations  and  national 
program  producers;  harming  one  harms  the  other.  Stations  more  reliant  on  federal  support,  and 
which  do  not  have  the  economic  base  to  replace  CPB  support,  could  find  it  impossible  to 
purchase  nationally  distributed  programming.  Programs  like  MORNING  EDITION,  ALL 
THINGS  CONSIDERED,  MARKETPLACE,  CARTALK,  A  PRAIRIE  HOME  COMPANION, 
and  SAINT  PAUL  SUNDAY  MORNING  would  be  adversely  affected  by  a  reduction  in  stations' 
ability  to  purchase  them.  Those  stations  still  able  to  pay  would  see  their  costs  rise  to  compensate 
for  other  stations  dropping  programs,  and  those  costs  could  well  rise  to  the  point  that  no  one 
could  pay,  and  the  programs  themselves  would  disappear.  Most  importantly,  communities  all 
around  the  country  would  lose  access  to  this  information  and  cultural  resource  at  a  time  when 
small  town  newspapers  are  closing  and  broadcast  news  is  becoming  ever  more  sensational. 
Regardless  of  station  size  or  income,  each  is  dependent  on  the  other  for  the  services  provided  to 
public  radio  listeners. 

From  public  broadcasting's  inception,  one  of  the  theories  behind  it  was  that  the  strength  of 
a  democracy  depends  on  the  communication  of  many  ideas  through  many  channels.  "Many 
channels"  means  assuring  a  mix  of  information  sources,  both  commercial  and  noncommercial. 
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The  United  States  has  a  strong  commercial  broadcasting  system.  While  commercial  broadcasters 
must  attract  the  largest  possible  audience  for  their  advertisers,  our  funding  system  provides  an 
incentive  to  bring  the  highest  quality  programming  to  our  listeners.  This  freedom  from 
commercial  influence  allows  public  broadcasters  to  serve  the  public  interest  by  providing 
distinctive,  stimulating,  quality  programming  that  merits  listener  support. 

The  American  taxpayer  has  an  important  role  to  play  in  making  this  programming 
possible.  Public  broadcasting  brings  the  major  cultural  resources  of  each  region,  the  country  and 
the  world  to  all  Americans,  regardless  of  their  ability  to  pay,  and  contributes  to  an  informed 
population  able  to  choose  wisely  among  the  options  offered  in  a  democratic  society.  Public  radio 
strives  to  reflect  that  broad  range  of  public  opinion  and  culture.  We  strive  to  bring  to  our 
listeners  the  opinions  and  messages  of  leaders  and  citizens  alike,  in  their  own  voices.  We  often 
provide  perspectives  on  the  lives  and  experiences  of  those  not  otherwise  seen  and  heard  in  the 
media,  and  a  forum  for  those  differing  views.  This  openness  to  differing  viewpoints  is  sometimes 
disturbing  to  those  whose  own  views  are  well  formed  and  heartfelt,  but  it  is  imperative  in  a 
democratic  society. 

Public  radio  programming  reaches  a  broad  and  diverse  cross-section  of  Americans  —  not 
merely  the  culturally  elite.  More  than  half  of  our  listeners  are  not  college  graduates,  forty-seven 
percent  live  in  households  with  annual  incomes  below  $40,000  per  year,  and  more  than  two-thirds 
are  not  employed  in  professional  or  managerial  occupations.  The  public  radio  audience  is  also 
politically  diverse.  It  is  evenly  divided  across  the  political  spectrum.  In  fact,  the  number  of 
listeners  who  describe  themselves  as  conservatives  slightly  outnumber  those  that  describe 
themselves  as  liberals. 

Mr.  Chairman,  I  believe  that  intelligently  organized  and  adequately  funded,  public 
broadcasting  can  help  the  creative  spirit  to  flourish.  It  can  reveal  how  we  are  different,  and  what, 
we  share  in  common.  It  can  offer  forums  to  a  multitude  of  voices.  It  can  reveal  wisdom  and 
understanding  ~  and  foolishness  too.  It  can  delight  us.  It  can  entertain  us.  It  can  educate  and 
inform  us.  Above  all,  it  can  add  to  our  understanding  of  our  own  inner  workings  and  of  one 
another. 

Public  radio  fills  an  important  gap  on  the  radio  dial  with  substantive,  in-depth  radio  news, 
information  and  cultural  offerings  such  as  radio  drama  and  live  classical  and  jazz  performances. 
Radio  is  the  most  affordable,  accessible,  and  portable  of  media  -  easily  available  in  your  home, 
the  classroom,  the  office,  the  car,  and  even  on  the  road  while  jogging.  It  is  on  public  radio  that 
people  hear  public  discourse  in  more  than  a  sound  bite.  It  is  on  public  radio  that  people  in  rural 
areas  can  hear  a  live  performance  of  a  major  symphony  orchestra.  It  is  on  public  radio  that  radio 
reading  services  for  the  blind  can  be  found.  For  these  and  many  more  reasons,  Mr.  Chairman, 
public  radio  deserves  continued  federal  support.  It  is  a  wise  and  good  investment,  and  it  is  in  the 
interest  of  the  American  people. 

This  subcommittee  has  been  a  great  friend  to  public  broadcasting  over  the  years.  Thank 
you  for  your  past  strong  support.  These  are  difficult  but  exciting  times  for  public  broadcasting. 
Our  mission  is  now  more  important  than  ever.  I  urge  you  to  maintain  support  for  the  Corporation 
for  Public  Broadcasting  at  the  $315  million  level  for  FY  1998,  so  we  can  continue  to  provide 
outstanding  services  to  the  American  public  via  existing  and  new  technologies. 


STATEMENT  OF  MICHAEL  SAVAGE,  CHAIR,  RYAN  WHITE  TITLE  III(B) 

COALITION 

I  am  Michael  Savage,  Chair  of  The  National  Ryan  White  Title  III  (B)  Coalition.  The  Title 
111(B)  Coalition  includes  representatives  from  community  and  migrant  health  centers,  city  and  county 
health  departments,  health  care  for  the  homeless  centers  and  diverse  community-based  organizations. 
Providers  funded  under  Title  111(B)  of  the  Ryan  White  CARE  Act  specifically  target  women,  children, 
adolescents,  communities  of  color  and  other  historically  underserved  populations.  Title  111(B) 
provides  grants  to  existing  community-based  clinics  and  public  health  providers  to  develop  and 
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deliver  both  early  and  ongoing  comprehensive  HIV  services  to  persons  living  with  HIV/ AIDS,  on  an 
outpatient  basis. 

/  urge  you  to  provide  an  increase  of  $40  million  for  an  FY  1996  appropriation  of  $92 
million  for  Title  111(B)  of  the  Ryan  Wlxite  CARE  Act 

The  Coalition's  request  is  $40  million  above  the  FY  1995  appropriation  of  $52.3  million. 
Title  III(B)  of  the  CARE  Act  is  an  essential  component  of  our  national  response  to  the  AIDS 
epidemic  which  continues  unabated  every  day,  and  is  now  the  leading  cause  of  death  for  Americans 
age  25-44.  The  Coalition's  request  has  two  components:  1)  The  federal  government  has  already 
approved  over  $25  million  to  qualified  grantees,  but  cannot  fund  those  applications  due  to  a  lack  of 
appropriations;  2)  Another  $15  million  is  urgently  needed  by  the  132  current  Title  III(B)  providers 
whose  client  intake  increases  exceed  600%  in  some  cases. 

Title  III(B)  providers  are  located  across  the  United  States  ~  in  urban,  suburban  and  rural 
neighborhoods.  Eight  of  the  fifteen  members  of  the  Subcommittee  have  Title  III(B)  programs 
operating  within  their  states:  Pennsylvania  (seven);  Oregon  (one);  Washington  (three);  Florida  (six); 
Missouri  (three);  Arkansas  (one);  Nevada  (two);  and  Wisconsin  (one). 

Title  III(B)  has  been  severely  underfunded  throughout  the  history  of  the  CARE  Act,  despite 
expanding  caseloads  and  increasingly  complex  client  needs.  In  FY  1993,  Title  III(B)  was  reduced  by 
almost  $1  million.  In  FY  1994,  Title  III(B)  was  level-funded,  although  there  were  increases  in  all 
other  Titles  of  the  CARE  Act.  In  FY  1995,  the  Congress  appropriated  $52.3  million  --  an  increase 
of  $4.35  million  for  Title  111(B)  -  the  first  increase  since  FY  1992.  This  increase  was  positive 
movement  in  an  era  of  fiscal  constraint,  and  the  Coalition  urges  the  Congress  to  continue  its 
investment  in  Title  III(B)  programs. 

The  Centers  for  Disease  Control  and  Prevention  (CDC)  reported  that  AIDS  cases  increased 
1 1 1  percent  in  1993.  As  community  "safety  nets"  for  primary  medical  care,  this  increase  in  AIDS 
case  reporting  had  significant  effects  on  current  Title  III(B)  providers  who  increased  in  their  client- 
intakes  as  a  result. 

Title  III(B)  community  health  providers  provide  early  intervention  and  outpatient  care  that 
enable  people  living  with  HIV/ AIDS  to  avoid  the  need  for  costly  inpatient  care  at  public  hospitals. 
Title  111(B)  of  the  CARE  Act  is  a  cost-effective  and  compassionate  response  to  the  AIDS  epidemic. 

Title  III(B)  early  intervention  HIV  services  keep  people  well  longer  and  provide  a  "safety  net"  for 
local  public  health  infrastructure.  Title  111(B)  services  enables  clients  to  be  seen  on  an  outpatient  basis 
and  to  avoid  expensive  in-patient  hospitalizations  which  can  cost  an  average  of  $  1 ,000  per  day. 
Provided  in  community  settings,  outpatient  services  are  estimated  to  cost  only  $5,904  annually.  In 
contrast,  the  usual  medical  care  cost  of  treating  a  person  with  an  AIDS  diagnosis  is  estimated  to  be 
$38,000  annually. 

Without  increased  CARE  Act  funds,  Title  III(B)  community  providers  will  be  forced  to  turn 
away  patients,  creating  waiting  list,  as  HIV/ AIDS  caseloads  increase.  Needs  will  go  unaddressed, 
care  will  be  delayed  until  the  need  is  acute  and  the  cost  is  high.  Due  to  insufficient  resources,  care 
for  all  of  a  clinic's  patients  not  just  those  living  with  HIV/ AIDS  --  will  suffer  if  there  are  not 
adequate  resources  to  address  the  specific  needs  of  people  living  with  HIV/AIDS.  Inadequate 
funding  of  the  inexpensive  care  provided  by  Title  111(B)  grantees  will  result  in  a  shifting  of  the  burden 
of  both  HIV-specific  and  non-HIV  care  to  the  more  expensive  emergency  and  acute  care  in  the 
already  overcrowded  public  hospital  system. 

Over  60,000  people  received  comprehensive  primary  care  services  from  Title  111(B)  providers 
in  FY  1993.  Title  III(B)  funds  enable  a  community  provider  to  aggressively  reach  out  to  people  at 
high  risk  for  HIV,  incorporate  counseling  and  testing  opportunities  in  the  overall  scope  of  services 
and  focus  on  the  earliest  interventions  possible  in  the  onset  of  HIV  disease.  By  getting  people  with 
HIV  disease  into  care  systems  earlier,  they  remain  healthier  longer  and  out  of  costly  in-patient 
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settings.  It  has  been  proven  that  people  with  AIDS  within  a  managed  system  of  care  live  66  percent 
longer  and  realize  a  savings  of  46  percent  in  hospitalization  costs. 

Title  111(B)  community  health  providers  are  the  primary  "point  of  access"  to  comprehensive 
health  care  for  historically  underserved  populations  and  medically  indigent  individuals,  particularly 
women,  children  and  people  of  color.  The  communities  with  the  fastest  growing  rates  of  HIV 
infection  are  also  the  most  disproportionately  medically  underserved.  As  of  June  1994,  African 
Americans  account  for  48  percent  of  the  total  national  AIDS  caseload.  AIDS  cases  among  women 
are  growing  at  a  rate  more  than  five  times  the  national  average.  As  a  model  of  family-oriented  care, 
Title  111(B)  community  providers  are  able  to  identify  HIV-positive  individuals  and,  as  a  result,  other 
family  members.  This  type  of  outreach  is  invaluable,  and  increases  a  provider's  ability  to  provide 
comprehensive,  early  HIV  care. 

In  1993,  an  estimated  150,000  people  with  HIV,  or  at  high  risk  for  HIV,  were  served  by  136 
Title  III(B)  centers  nationwide.  Forty  percent  of  the  clients  were  women;  fifty-five  percent  were 
people  of  color;  twenty-eight  percent  were  substance  users  and  their  partners;  one-in-five  clients  were 
adolescents.  Title  111(B)  of  the  Ryan  White  CARE  Act  is  unique  in  that  its  programs  are  exclusively 
situated  in  community-based  settings.  These  settings  assure  that  services  are  culturally  and 
linguistically  appropriate,  and  therefore,  accessible  for  affected  populations,  particularly  communities 
of  color.  The  centralization  of  HIV-specific  services  within  a  client's  existing  health  care  network 
builds  upon  historical  and  familiar  relationships  between  patients  and  their  Title  111(B)  providers. 

One  clinic,  located  in  the  Bronx,  serves  predominantly  African-Americans  and  Latinos  (70 
percent  of  its  caseload  is  African  American).  In  1991,  the  center  served  320  people  with  HIV/ AIDS. 
Two  years  later,  the  clinic's  caseload  had  increased  to  750.  In  one  Massachusetts  clinic,  every  woman 
entering  the  clinic  for  prenatal  care  was  offered  HIV  testing  and  counseling,  and  90  percent  of  these 
women  voluntarily  accepted  the  service.  87  percent  of  children  with  HIV  are  infected  through 
perinatal  transmission,  and  in  the  next  decade,  AIDS  threatens  to  be  among  the  leading  causes  of 
death  among  all  children.  It  is  essential  that  HIV  care  services  are  available  in  these  central  medical 
"points  of  access"  for  the  populations  at  high  risk  for  HIV  infection.  Title  HI(B)  of  the  CARE  Act 
must  be  funded  at  $92  million  in  FY  1996  —  to  provide  a  modest  increase  to  providers  struggling 
under  expanding  caseloads  and  to  fund  approved  Title  III(B)  programs  that  have  gone  unfunded  due 
to  a  lack  of  appropriations. 

Despite  limited  funding.  Title  III(B)  of  the  Ryan  White  CARE  Act  has  been  an  extremely 
successful  program  —  combining  testing  and  counseling  services  with  medical  treatment  for  an 
estimated  1 50,000  HIV  positive  persons  or  persons  at  high  risk  for  HIV  infection.  Comprehensive 
care  services  have  been  provided  to  60,000  of  those  individuals.  Title  III(B)  clinics  create  a  "one- 
stop  shopping"  opportunity  for  comprehensive  care,  including  HIV  diagnosis  and  care.  In 
Philadelphia,  for  example,  Title  111(B)  funds  enabled  a  community  grantee  to  care  for  683  individuals 
with  HIV  disease.  This  Philadelphia  clinic  has  an  average  intake  of  one  new  HIV  infected  patient 
daily.  Such  one-stop  shopping  assures  the  integration  of  HIV  services  into  the  continuum  of  care  and 
avoids  inefficient  fragmentation  and/or  duplication  of  services  within  the  community. 

Title  III(B)  provides  a  cost-effective  alternative  to  expensive  in-patient  care.  Without 
adequate  funding  of  Title  111(B),  the  burden  of  care  for  people  living  with  HIV/ AIDS  in  community- 
based.  Title  III(B)  settings  will  again  shift  to  the  public  hospitals,  and  will  overburden  our  public 
hospital  system.  An  important  goal  of  Title  III(B)  is  to  keep  people  living  with  HIV/ AIDS  healthy 
with  the  earliest  intervention  possible  so  that  they  can  stay  at  home  with  their  families  and  continue 
to  work  and  be  a  productive  part  of  the  American  economy. 

Title  III(B)  of  the  CARE  Act  must  receive  $92  million  in  FY  1996  in  order  to  begin  to 
address  the  needs  of  people  living  with  HIV/AIDS  across  the  country. 

I  urge  you  to  give  careful  consideration  to  our  urgent  request,  and  to  make  Title  III(B)  a 
Congressional  priority.  Title  III(B)  funds  provide  a  literal  lifeline  to  thousands  of  medically  indigent 
and  underserved  communities  in  our  nation,  in  our  states  and  in  our  hometowns.  By  funding  the  early 
intervention  services  under  Title  111(B)  of  the  Ryan  White  CARE  Act,  the  government  will  not  spend 
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resources  on  other,  more  expensive  HIV/AIDS  health  care  in  costly  hospital  settings.  The  Congress 
seems  to  be  focused  on  saving  dollars  and  precious  resources  ~  funding  for  Title  111(B)  is  a  locally 
directed  investment  toward  those  savings. 

Thank  you  for  your  consideration  of  our  testimony. 


STATEMENT  OF  THE  NATIONAL  SENIOR  SERVICE  CORPS 

Mr.  Chairman,  Members  of  the  Subcommittee: 

We  are  pleased  to  offer  this  testimony  in  support  of  a  three 
locally  grown  and  nationally-supported  programs  which  focuses  on 
the  service  of  America's  faster  growing  natural  resource  its 
seniors.     The  National  Senior  Service  Corps  —  encompasses  the 
Foster  Grandparent  Program,  Senior  Companion  Program,  and  the 
Retired  and  Senior  Volunteer  Program  (RSVP).     For  decades  these 
programs  have  yielded  thousands  of  success  stories  —  stories 
about  people  making  life  a  little  better  and  communities  a  little 
stronger.     Today,  the  programs  of  National  Senior  Service  Corps 
present  an  enormous  opportunity  for  the  nation  as  we  try  to 
tackle  the  problems  which  face  our  communities,  our  neighbors, 
our  families,  and  average  Americans. 

The  National  Senior  Service  Corps  Directors  Associations  are 
three  distinct  private,  non-profit  membership-supported 
professional  organizations  whose  members  include  the  majority  of 
the  approximately  1,200  program  directors  who  administer  NSSC 
programs  across  the  nation,  as  well  as  local  sponsoring  agencies 
and  others  who  value  and  support  the  service  of  the  NSSC 
programs.     We  work  together  to  enhance  and  build  RSVP,  Foster 
Grandparents,  and  Senior  Companions,  and  advocate  for  older 
people  as  "part  of  the  solution,  not  part  of  the  problem." 

The  National  Senior  Service  Corps  (NSSC)  embodies  and 
promotes  productive  aging  and  views  seniors  as  a  resource  the 
nation  can  utilize  rather  than  a  consumer  of  our  nation's 
resources.     The  resources  offered  by  older  persons  can  help  shape 
America  today  and  into  the  next  century.     Only  5  percent  of  those 
over  65  years  of  age  reside  in  institutions  and  another  17 
percent  say  they  are  unable  to  engage  in  major  activity;  but  a 
full  81  percent  of  the  non- institutionalized  65+  population  has 
no  limitation  in  their  activities  of  daily  living.     This  healthy, 
active  segment  of  the  senior  population  represents  a  vast 
untapped  resource  for  contributing  to  the  betterment  of  America's 
communities.       Clearly,  more  needs  to  be  done  to  tap  into  this 
vast  resource.     Seniors  have  the  experience  of  a  lifetime  to 
offer  our  nation. 

The  Foster  Grandparent  Program  was  established  in  1965  and 
was  the  first  federally- funded  organized  program  to  engage  older 
Americans  as  volunteers  in  significant  service  to  others. 
Volunteer  opportunities  for  older  Americans  were  further  expanded 
in  1969  and  1973,  when  the  Retired  and  Senior  Volunteer  Program 
and  Senior  Companion  Programs  were  created.     Although  it  is 
virtually  impossible  to  quantify  the  enormous  impact  these 
programs  have  had  on  both  the  volunteers  and  those  they  have 
served,  we  will  try  to  summarize  these  program's  effectiveness 
and  demonstrate  how  the  federal  investment  has  affected  lives 
over  the  last  few  years. 


THE  RETIRED  AND  SENIOR  VOLUNTEER  PROGRAM  (RSVP) 


RSVP  provides  volunteer  opportunities  for  people  aged  55  and 
older  with  a  myriad  of  experience  and  interests  from  all 
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economic,  education,  and  social  backgrounds  to  serve  on  a  regular 
basis  in  a  variety  of  settings  throughout  their  communities .  RSVP 
volunteers  provide  services  that  utilize  their  own  talents  and 
interests,  and  present  their  communities  with  a  rich  array  of 
options  for  addressing  the  full  spectrum  of  community  needs. 

RSVP  volunteers  serve  part-time,  for  an  average  of  three  to 
four  hours  per  week,  through  a  variety  of  local  non-profit 
organizations,  agencies,  and  institutions  designated  as  volunteer 
stations.     Their  activities  include  crime  prevention  projects, 
disaster  relief,  tutoring,  respite  and  in-home  care,  substance 
abuse  counseling,  budget  and  tax  assistance,  mentoring, 
bereavement  counseling,  driving  for  Meals  on  Wheels  programs, 
hospital  volunteer  services,  etc. 

In  1994,  RSVP  volunteers  provided  81  million  hours  of 
service  annually  to  communities  across  the  country.     The  value  of 
this  service  is  $982  million,  and  represents  a  29-fold  return  on 
the  federal  dollars  invested  in  RSVP.     The  total  cost  of  fielding 
one  RSVP  volunteer  is  less  than  $1.00  per  hour  of  service.  Over 
450,000  RSVP  volunteers  serve  through  more  than  60,000  public  and 
non-profit  community  agencies.     Seventy  percent  of  the  volunteers 
are  over  the  age  of  70.     RSVP ' s  annual  FY94  federal  budget  of 
$34.4  million  was  matched  with  $36.7  million  contributed  by 
states  and  local  communities  --  demonstrating  broad  support  for 
RSVP  across  the  country.     This  represents  a  remarkable  non- 
federal match  of  107  percent,  or  over  $1.07  for  every  federal 
dollar  invested.     Volunteers  serve  through  763  programs  in  all  50 
states,  the  District  of  Columbia,  Puerto  Rico,  and  the  Virgin 
Islands.     Non-federal  funds  support  17  of  these  programs  totally. 

Mr.  Chairman,  you  may  be  familiar  with  some  of  the  RSVP 
programs  in  Philadelphia.     In  a  program  coordinated  by  Temple 
University  Center  for  Intergenerational  Learning  that  matches 
volunteers  with  families  with  sick  and  disabled  children,  there 
are  five  RSVP  volunteers  in  the  program  who  provide 
companionship,  support  and  respite  services  to  children  and 
families.     You  may  have  also  heard  of  the  St.  Francis  Food  Center 
which  distributes  food  for  the  needy  of  Philadelphia.  The 
volunteer  staff  consists  of  seven  RSVP  volunteers  and  a  group  of 
disabled  young  adults  from  a  suburban  rehabilitation  center. 
These  volunteers  combine  their  strengths  and  abilities  to  operate 
the  Center,  providing  a  lifeline  to  those  in  need. 

RSVP  Program  sponsors  in  Pennsylvania  alone  run  the  gamut 
from  the  American  Red  Cross  to  Catholic  Social  Services,  to  the 
Jewish  Community  Centers  of  Philadelphia,  to  the  Meadville  YMCA, 
to  the  Bucks  County  Area  Agency  on  Aging. 


The  Senior  Companion  Program  (SCP) 

The  SCP  provides  volunteer  opportunities  for  people  aged  60 
and  older  to  provide  individualized  support  and  assistance  to 
other  adults  with  physical,  mental,  or  emotional  impairments, 
primarily  the  frail  elderly.     As  part  of  a  comprehensive  care 
team,  Senior  Companions  help  frail  older  people  achieve  and 
maintain  the  highest  level  of  independent  living  and  avoid 
institutionalization.     Volunteers  also  serve  persons  in 
institutionalized  and  other  settings. 

Senior  Companion  volunteers  serve  20  hours  per  week  (usually 
4  hours  per  day)  through  health  care  providers  and  other  non- 
profit social  service  agencies  serving  older  people.     Like  the 
Foster  Grandparent  Program,  volunteers  who  meet  certain  income 
guidelines  (125  percent  of  the  national  poverty  level)  receive  a 
small,  non-taxable  stipend  of  $9.80  per  4-hour  day,  which  enables 
those  living  on  limited  incomes  to  serve  at  no  cost  to 
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themselves.     Assistance  with  the  cost  of  transportation,  a  daily 
meal,  an  annual  physical  exam,  and  accident  and  liability 
insurance  are  also  provided  to  all  volunteers. 

The  volunteers  serve  homebound  older  people,  adults  with 
physical,  mental,  or  emotional  impairments,  veterans,  victims  of 
alzheimer's,  terminally  ill  older  people  as  well  as  other  older 
people  in  need.     Some  of  their  activities  include  companionship, 
non-medical  personal  care,  respite  care  for  care  givers, 
assistance  with  activities  of  daily  living,  home  management 
assistance,  such  as  preparing  meals  or  shopping,  medical 
appointment  accompaniment,  and  other  assistance. 

In  1994,  Senior  Companion  volunteers  contributed  13  million 
hours  of  service  to  their  frail  older  clients.     The  value  of  this 
service  is  $151  million,  and  represents  over  a  5-fold  return  of 
the  federal  dollars  invested  in  SCP.     Over  13,000  Senior 
Companions  serve  more  than  36,000  clients  annually,  primarily  in 
in-home  settings.     Of  those  served  by  Senior  Companions,  68 
percent  are  frail  older  people  over  the  age  of  80,  5  percent  are 
between  the  ages  of  46  and  59,  and  another  5  percent  are  between 
the  ages  of  22  and  45.     The  average  cost  of  nursing  home  care  in 
the  United  States  exceeds  $30,000  annually,     The  annual  federal 
cost  for  one  Senior  Companion  serving  20  hours  per  week  is  $3,700 
—  less  than  $4.00  per  hour.     The  SCP ' s  FY94  federal  budget  of 
$29.8  million  was  supplemented  by  $17.8  million  in  cash  and 
inking  donations  from  states  and  local  communities  in  which 
Senior  Companions  Volunteer.     This  represents  a  non-federal  match 
of  60  percent,  or  $.60  for  every  federal  dollar  invested  --  well 
over  the,  10  percent  local  match  required  by  law. 

Volunteers  serve  through  185  programs  in  all  50  states,  the 
District  of  Columbia,  Puerto  Rico,  and  the  Virgin  Islands.  Non- 
federal funds  support  38  of  these  programs  totally. 

The  SCP  can  be  viewed  as  preventative  medicine  for  clients. 
Many  clients  have  reported  fewer  doctor  appointments,  which  leads 
them  to  have  a    better  outlook  on  life  and  suffer  less  from 
depression.     They  can  also  live  at  their  home  independently  and 
avoid  premature  institutionalization.     Both  the  Companion  and  the 
client  develop  a  lasting  friendship  which  provides  them  with 
mental  stimulation  by  talking  with  someone  who  cares  about  them. 
Margaret  Hemick  of  Hambleton,  WV,  has  been  a  Senior  Companion  for 
five  years.     She  serves  her  clients  in  rural  Tucker  County  by 
escorting  them  to  the  doctor  as  well  as  providing  assistance  in 
their  homes.     Without  Ms.  Hemick,  many  seniors  in  that  area  would 
be  home-bound  and  headed  for  institutionalization.     Ms.  Hemick 
and  others  like  her  provide  a  multitude  of  services  for  seniors 
that  improve  the  life  of  both  the  care  giver  and  the  recipient. 

The  Senior  Companion  Program  is  the  story  of  Thelma  Gross,  a 
senior  companion  at  the  Hays  Medical  Center  in  Kansas.     Thelma 's 
work  with  the  families  of  patients  was  remembered  in  a  letter 
from  a  recently  widowed  women: 

She  was  like  a  warm  ray  of  sunshine,  with  a  grandma  lap 
for  little  ones,  and  strong  hard-working  hands,  with 
the  heart  of  deepest  concern. . .     She  was  a  comfort  and 
a  joy  at  the  same  time.     She  was  there  to  listen  or 
just  visit,   if  you  wanted  to  talk  on  the  lighter  side 
rather  than  the  illness  of  your  loved  one. 

THE  FOSTER  GRANDPARENT  PROGRAM  ( FGP ) 

The  FGP  taps  the  immense  resources,  diversity,  altruism,  and 
skills  of  people  60  years  of  age  and  older  by  providing  them  with 
volunteer  opportunities  to  serve  their  communities  and  share  the 
wealth  of  experience  and  wisdom  they  have  amassed  over  their 
lifetimes  with  generations  of  children,  teenagers,  and  families 
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them.  They  also  gain  an  understanding  of  and  respect  for  older 
Americans.  It  is  these  positive  influences  that  have  made  this 
program  such  a  success. 

There  are  many  "heroes"  in  the  FGP,  people  such  as  Ms. 
Louise  Cupano  of  Wilkes-Barre,  PA,  a  former  Roman  Catholic  nun 
held  prisoner  in  a  NAZI  concentration  camp  in  Italy.     She  was  a 
Foster  Grandparent  for  two  teenage  boys  through  1993  and 
currently  volunteers  at  a  senior  high  school  working  with  special 
education  students. 

The  Foster  Grandparent  Program  is  also  the  story  of  Bill 
Reibsame,  a  Foster  Grandparent  in  central  Pennsylvania,  and  Tim  - 
-  a  special  child  with  a  terminal  illness  --  who  forged  a 
friendship  which  words  cannot  adequately  describe.     Tim  needed 
special  attention  in  a  class  of  11  three-,  four-  and  five-year- 
olds  --  special  attention  which  Bill  made  possible.     As  Tim's 
teacher  recently  wrote: 

After  a  short  time,  you  could  see  the  special 
relationship  that  had  developed  between  the  two  of  them 
and  the  great  strides  this  child  made  in  his 
development.     This  child's  face  would  light  up  each 
morning  and  his  parents  said  he  talked  about  him  a 
great  deal  at  home,  too.      This  Foster  Grandparent 
taught  this  child  many  things  by  giving  of  his  time  and 
of  himself.     In  return,   I  feel  the  Foster  Grandparent 
learned  much  from  the  child.     This  Foster  Grandparent, 
like  Jim,  wore  glasses  and  had  crutches  and  was  later 
diagnosed  with  cancer.     He  related  to  this  "special 
needs"  child  and  was  an  excellent  role  model  for  him. 
I  don't  think  they  saw  each  others  flaws  and 
disabilities,  only  the  good  in  each  other  and  they 
would  not  have  had  the  opportunity  if  it  wasn't  for  the 
Foster  Grandparent  Program.     They  lived  each  day  to  the 
fullest  and  we  all  learned  from  them. 

Bill  passed  on  two  weeks  ago,  on  March  16.     And  Tim  died 
recently  as  well.     But,  for  the  time  they  were  brought  together 
by  the  Foster  Grandparent  Program,  Bill  and  Tim  were  both  made 
richer.     Generations  melted  away  as  their  friendship  flourished, 
and  they  walked  together  down  a  path  were  no  one  else  could 
follow.  The  entire  classroom  was  more  vibrant  for  their 
contribution. 

Currently  supported  by  a  federal  allocation  of  $135,764 
million  dollars,  FGP,  R.S.V.P.,  and  SCP  programs  across  the 
country  field  nearly  500,000  older  volunteers  who  give  117 
million  hours  of  volunteer  service  annually.     The  value  of  this 
service  is  $1.47  billion  —  more  than  a  10-fold  return  on  the 
federal  investment  in  NSSC  programs.     We  implore  the  subcommittee 
to  recognize  the  important  national  interest  of  promoting 
volunteer  service  opportunities  for  the  nation's  seniors  in  every 
community  by  sustaining  Federal  support  for  the  community-driven 
partnerships  of  the  National  Senior  Service  Corps. 


Mr.  Chairman,   in  conclusion  we  would  like  to  strongly  urge 
you  to  approve  the  President's  budget  request  for  a  total  of 
$168.4  million  for  the  NSSC:  $44.5  million  for  the  R.S.V.P. 
program;   $78.81  for  the  Foster  Grandparent  Program;   $43.09  for 
the  Senior  Companion  Program  and  $2  million  for  demonstration 
programs.     The  NSSC  needs  to  be  able  to  provide  more  services  for 
the  growth  in  the  aging  population.     As  everyone  is  aware  the 
"graying  of  America"  is  increasing  at  a  phenomenal  rate.  The 
RSVP,  FGP,  and  SCP  are  a  success  for  both  the  givers  and 
receivers  of  the  services  and  most  older  Americans  are  excited 
about  volunteer ism  and  want  to  get  involved  right  away.     It  is 
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vital  that  we  provide  seniors  better  access  to  these  outstanding 
volunteer  opportunities.     The  nation's  seniors  have  invested  a 
great  deal  in  their  communities  over  their  lifetime.     They  have  a 
desire  to  see  that  their  investment  is  protected  and  they  can 
assist  in  protecting  that  investment  by  volunteering.  The  modest 
Federal  investment  we  support  and  ask  you  to  support  will  provide 
more  opportunities  for  this  nation's  seniors  to  give  back  to 
communities  across  the  land. 

Thank  you  for  the  opportunity  to  present  testimony  to  the 
Subcommittee . 


STATEMENT  OF  ROBERT  M.  TOBIAS,  NATIONAL  PRESIDENT,  NATIONAL 
TREASURY  EMPLOYEES  UNION 

Chairman  Specter,  Members  of  the  Subcommittee: 

I  am  Robert  M.  Tobias,  National  President  of  the  National 
Treasury  Employees  Union.  I  very  much  appreciate  this  opportunity 
to  present  our  views  concerning  the  Fiscal  Year  1996  funding  for 
the  U.S.  Department  of  Health  and  Human  Services  (HHS) . 

The  National  Treasury  Employees  Union  (NTEU)  represents  over 
150,000  federal  workers,  including  employees  in  HHS'  Office  of  the 
Secretary,  the  Administration  on  Aging,  the  Administration  for 
Children  and  Families,  the  Health  Care  Financing  Administration, 
the  Public  Health  Service,  SSA's  Office  of  Hearings  and  Appeals, 
and  other  HHS  divisions  including  the  Department's  10  regional 
offices . 

Mr.  Chairman,  congratulations  again  on  your  new  Chairmanship 
of  this  Subcommittee.  NTEU  very  much  appreciates  the  leadership 
you  have  shown  on  issues  related  to  the  Department  of  Health  and 
Human  Services  in  the  past.  In  anticipation  of  a  year  of  change, 
one  that  has  already  begun  with  important  re-assessments  of  the  way 
the  federal  government  conducts  its  business,  NTEU  and  its  members 
are  eager  to  work  with  the  Congress  to  fashion  a  federal  government 
that  best  serves  the  American  taxpayers  and  service  beneficiaries. 
I  look  forward  to  working  with  you  in  the  coming  months  as  the  FY 
1996  budget  is  finalized,  particularly  as  this  Committee  and  the 
Congress  pursue  enhanced  quality,  economy  and  productivity  at  the 
Department  of  Health  and  Human  Services . 

The  Administration's  Fiscal  Year  1996  budget  request  for  HHS 
fulfills  the  President's  promise  to  maintain  fiscal  responsibility, 
streamline  and  restructure  the  bureaucracy,  strengthen  partnerships 
with  States  and  communities ,  and  make  HHS ' s  operations  more 
efficient.  The  budget  request  for  HHS,  including  the  Social 
Security  Administration  (SSA),  totals  $716  billion  in  outlays,  an 
increase  of  7.5  percent  over  Fiscal  Year  1995.  It  attests  to  the 
wide  impact  the  programs  administered  by  HHS  have  on  the  nation, 
and  some  very  difficult  choices  have  been  made.  In  order  for  HHS 
to  continue  to  improve  services  to  its  customers  today  and  in  the 
future,  it  is  critical  that  adequate  funding  is  provided  to  allow 
the  dedicated  federal  workforce  to  increase  efficiencies,  invest  in 
new  technologies,  protect  against  waste,  fraud  and  abuse,  and 
advance  the  agenda  to  improve  the  nation's  health  and  welfare. 

NTEU  is  particularly  concerned  about  the  decrease  in  the 
administrative  funds  request  for  the  Administration  for  Children 
and  Families  and  the  Office  of  Civil  Rights.  I  am  concerned  that 
these  and  other  reductions  will  prevent  the  affected  agencies  from 
accomplishing  their  program  missions  in  the  upcoming  year.  With 
increasingly  tight  federal  budget  constraints,  it  becomes  more  and 
more  imperative  that  every  federal  dollar  be  spent  for  the  purpose 
it  has  been  intended.  A  well  trained  and  effective  federal  work 
force  is  key  to  this  goal. 
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NTEU  is  also  concerned  about  Fiscal  Year  1995  rescissions, 
especially  the  recently  passed  $17.4  billion  House  rescission 
package  that  cancels  unspent  appropriations  from  the  current 
budgets  of  several  critical  HHS  agencies  and  programs.  NTEU's  HHS 
members  are  particularly  concerned  about  the  following  "hits"  in 
the  House  passed  version  of  the  legislation:  a  $38.2  million 
rescission  for  five  HCFA  programs;  a  reduction  of  $899,000  for  the 
Administration  on  Aging,  rescinding  the  FY  '95  increase  in 
appropriations  for  aging  research,  training,  and  special  projects; 
a  $10  million  reduction  for  the  Healthy  Start  program;  and  an  $82.7 
million  rescission  for  ten  activities  funded  under  the  Health 
Resources  and  Services  account  at  HRSA. 

Mr.  Chairman,  I  commend  your  leadership  in  restoring  critical 
funding  for  many  important  HHS  programs  such  as  the  Low  Income  Home 
Energy  Assistance  Program,  and  demonstrating  that  the  Senate  truly 
is  the  body  of  reason  with  regard  to  this  matter.  I  urge  that  the 
Committee  seriously  reconsider  the  proposed  cuts  in  the  above 
mentioned  programs  as  S.  617  moves  forward  in  the  Senate,  and 
during  Conference  with  the  House  of  Representatives . 

As  national  welfare  reform  moves  forward  in  the  Senate,  NTEU 
wishes  to  go  on  record  as  being  strongly  opposed  to  proposals  in 
the  House-passed  bill  calling  for  block  granting  AFDC  and  other 
public  assistance  programs  to  the  States.  While  I  understand  the 
need  to  increase  state  flexibility,  eliminate  fraud,  and  reduce 
administrative  and  other  program  costs  of  federal  public  assistance 
programs,  I  strongly  believe  that  block-granting  is  not  the 
solution  but  is  instead  an  option  that  would  have  potentially 
devastating  consequences  and  a  questionable  impact  on  long  term 
savings.  It  is  my  hope  that  this  Committee  and  the  Senate  as  a 
whole  will  again  show  wisdom  and  reverse  this  important  provision 
in  the  House-passed  welfare  reform  package. 

As  you  are  well  aware,  the  federal  government  has  embarked  on 
a  program  of  downsizing  and  streamlining  intended  to  reduce  federal 
employee  ranks  by  at  least  272,900  over  the  next  five  years.  The 
challenge  is  to  accomplish  this  goal  while  maintaining  high 
standards  of  service  to  the  public  and  accomplishing  the  mission  of 
the  Department.  NTEU  remains  anxious  about  the  Administration's 
and  the  Congress's  FTE  reduction  goals,  especially  since  HHS  has 
already  undergone  a  reduction  of  more  than  2,200  FTE  since  1993. 
I  am  also  especially  concerned  about  plans  to  reorganize  the  10  HHS 
regional  offices,  as  the  details  remain  sketchy.  It  is  important 
that  any  reorganization  effort  result  in  increased  efficiency  and 
effectiveness  in  serving  the  public  rather  than  merely  moving  the 
boxes  around. 

As  a  result  of  insufficient  appropriations  in  recent  years, 
HHS  employees  have  consistently  been  asked  to  accomplish  more  with 
less,  and  have  been  asked  to  give  more  and  receive  less  in  return. 
Perhaps  nowhere  has  this  been  more  true  than  in  the  Office  of  Civil 
Rights  (OCR)  and  in  the  Office  of  General  Counsel  (OGC)  under  HHS's 
Office  of  the  Secretary.  OCR's  mission  is  to  ensure  that 
recipients  of  federal  funding  through  HHS  do  not  discriminate 
against  program  beneficiaries.  As  the  civil  rights  enforcement  arm 
of  the  largest  civilian  department,  OCR  has  an  enormous 
responsibility  in  assuring  nondiscriminatory  access  to  health  and 
social  services  for  all  Americans.  Yet,  past  Administration 
funding  requests  have  failed  to  recognize  its  importance  or  even 
keep  pace  with  its  workload  and  staffing  requirements. 

The  Office  of  Civil  Rights  has  been  steadily  downsized  and  in 
Fiscal  Year  1993,  it  was  announced  that  all  new  and  replacement 
hiring  had  been  suspended,  career  promotions  and  performance  awards 
were  eliminated  and  the  threat  of  furloughs  hung  like  weights  over 
employees'  heads.  Much  of  this  has  carried  through  to  the  present 
fiscal  year  and  serious-concerns  remain  for  this  small  yet  vitally 
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important  agency.  Similar  staffing  and  funding  difficulties  have 
plagued  the  Office  of  General  Counsel.  Continuing  budget 
shortfalls  have  resulted  in  threats  of  hiring  and  promotion  freezes 
as  well  as  efforts  to  move  staff  to  other  divisions  to  avoid 
devastating  furloughs  and  reductions  in  force. 

The  experiences  of  these  two  offices  —  OCR  and  OGC  —  are 
particularly  relevant  as  the  Department  undertakes  yet  another 
effort  to  downsize  its  work  force.  It  is  of  great  concern  to  this 
Union  that  the  problems  experienced  in  OCR  and  OGC  not  be  magnified 
and  spread  to  other  HHS  divisions.  One  laudable  goal  of  the 
downsizing  effort  has  been  to  dramatically  reduce  the  supervisor  to 
employee  ratio  and  tools  such  as  early  retirement  and  buyout 
opportunities  have  been  provided  by  Congress  to  assist  with  this 
effort.  Yet,  we  remain  concerned  that  even  with  the  availability 
of  these  tools,  it  may  be  difficult  for  HHS  to  meet  its  personnel 
reduction  targets  over  the  next  several  years .  I  urge  this 
Committee  in  the  strongest  possible  terms  to  carefully  monitor  this 
process . 

Perhaps  nowhere  has  the  downsizing  of  HHS  impacted  more 
directly  than  on  the  Social  Security  Administration's  ability  to 
deliver  services.  Over  the  last  decade,  SSA's  workforce  declined 
by  22%  while  its  key  workloads  continued  to  escalate.  The 
recognition  that  SSA  requires  additional  staff  to  accomplish  its 
mission  is  long  overdue.  The  Administration's  request  to  add  an 
additional  $357  million  for  SSA  to  continue  its  $1.1  billion  five- 
year  investment  in  automation  should  be  maintained.  The  requested 
increase  in  the  disability  investment  funding  is  also  greatly 
needed . 

Recently,  the  Social  Security  Administration  has  been  unable 
to  efficiently  adjudicate  disability  applications .  This  has  caused 
a  substantial  backlog  resulting  in  processing  times  which  are 
approaching  two  years  before  the  administrative  appeals  process  is 
completed.  After  a  brief  but  intensive  period  of  study,  SSA 
announced  its  plan  for  a  completely  redesigned  disability  claims 
process.  This  plan,  now  called  the  Disability  Process  Redesign 
Plan,  calls  for  revolutionary  changes  in  the  claims  process  and  in 
SSA  organization.  The  Redesign  Plan  envisions  a  new  decisional 
methodology,  new  disability  criteria,  substantial  organization 
changes,  and  a  total  reliance  on  state  of  the  art  information 
processing  technology.  Additionally,  the  Redesign  Plan  anticipates 
the  Social  Security  Administration  setting  the  standards  governing 
all  public  and  private  disability  programs.  However,  the 
Redesigned  Disability  Process  is  not  a  backlog  reduction  plan  and 
in  fact  cannot  efficiently  operate  until  the  backlog  problem  is 
solved.  Reduction  of  the  backlog  is  being  accomplished  through  the 
implementation  of  the  separate  and  much  more  focused  Short  Term 
Disability  Project.  Subsequent  to  its  inception,  the  Short  Term 
Disability  Project  has  been  "captured"  by  the  Disability  Redesign 
Project. 

NTEU  is  concerned  that  those  responsible  for  the 
implementation  of  the  Disability  Process  Design  are  trying  to 
justify  the  scope  of  the  changes  contemplated  by  the  Redesign  Plan 
and  validate  its  concepts  by  tailoring  implementation  of  the 
Redesign  Plan  to  the  task  of  backlog  reduction.  This  can  only  be 
done  through  immediate  implementation  of  various  parts  of  the  Plan 
without  the  creation  of  a  proper  foundation.  Prudent,  detailed  and 
extensive  testing  of  the  innovative  aspects  of  the  Plan  is 
inconsistent  with  immediate  implementation,  and  therefore  will  not 
be  performed.  This  lack  of  testing  and  the  failure  to  create  a 
proper  foundation  subjects  the  entire  disability  process  to  risks 
of  even  greater  inefficiency,  greatly  increased  program  costs,  and 
failure  to  provide  the  level  of  service  to  which  the  disabled  and 
the  American  public  are  entitled. 
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While  the  statutory  definition  of  disability  is  purportedly 
unchanged,  the  redesigned  process  entails  establishing  new  criteria 
by  which  disability  will  be  determined  and  a  completely  new 
disability  decisional  methodology.  This  will  have  a  substantial 
and  direct  effect  on  the  ultimate  decision  of  whether  an  individual 
is  disabled  and  therefore  may  have  a  direct,  and  possibly 
catastrophic,  effect  on  disability  program  costs.  SSA  contends 
that  program  costs  will  be  unaffected  by  the  redesign  because  the 
statutory  definition  of  disability  has  not  been  changed.  This  is 
a  contention  that  must  be,  but  is  not  being,  carefully  tested 
before  implementation  of  the  redesigned  disability  system. 

The  redesigned  disability  system  is  predicated  on  the 
installation  of  the  Intelligent  Work  Station/Local  Area  Network 
(IWS/LAN)  hardware  and  software  components,  and  the  decision 
support  features  of  the  Modernized  Disability  System.  Yet,  SSA 
does  not  anticipate  installation  of  the  IWS/LAN  to  be  complete 
until  Fiscal  Year  1998.  SSA  further  admits  that  additional 
technological  support  beyond  the  IWS/LAN  is  needed. 

The  redesigned  process  would  eliminate  a  claimant's  right  to 
an  administrative  appeal  of  an  Administrative  Law  Judge  decision, 
thereby  forcing  claimants  to  immediately  appeal  in  the  U.S. 
District  Courts.  This  was  done  without  sufficient  consultation 
with  other  agencies  impacted  by  the  disability  system  or  conducting 
testing  to  determine  the  effect  both  upon  the  Federal  Court  System 
and  the  disability  process.  Not  surprisingly,  both  the  Department 
of  Justice  and  the  Courts  have  expressed  strong  opposition  to  any 
change  which  significantly  increases  the  appeals  into  the  Court 
system. 


o  NTEU  urges  the  Subcommittee  to  support  SSA's  Short  Term 
Disability  Project  as  the  prudent  method  for  solving  the 
disability  backlog  crisis. 

o  NTEU  urges  that  the  Social  Security  Administration  be  advised 
to  re-evaluate  the  viability  and  focus  of  its  Disability 
Redesign  Plan. 

o  NTEU  urges  the  Subcommittee  to  insist  that  the  necessary 
technological  changes  in  the  disability  system  be  installed 
prior  to  initiation  of  the  Redesigned  Plan. 

o  NTEU  urges  this  Subcommittee  to  insist  that  the  Disability 
Redesign  Process  be  implemented  in  a  prudent,  well  considered 
manner  with  valid  testing  procedures  to  ensure  the  viability 
of  each  part  of  the  plan. 


This  concludes  my  prepared  testimony.  Again,  I  thank  you  for 
the  opportunity  to  share  our  views  on  the  important  issues  facing 
the  Department  of  Health  and  Human  Services .  I  look  forward  to 
working  with  you  on  these  matters  in  the  coming  months . 


STATEMENT  OF  FRANK  BLYTHE,  EXECUTIVE  DIRECTOR,  NATIVE 
AMERICAN  PUBLIC  BROADCASTING  CONSORTIUM 

The  Native  American  Public  Broadcasting  Consortia   (NAPBC)  is 
pleased  to  present  this  statement  to  the  Senate  Committee  on 
Indian  Affairs  regarding  proposed  appropriations  rescissions.  We 
will  comment  on  the  critical  role  of  public  radio  and  public 
television  in  Indian  country,   the  work  of  the  Native  American 
Public  Broadcasting  Consortia  in  that  regard,   and  the  need  for 
sustained  financial  support  for  public  broadcast  efforts  in  Indian 
country. 
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When  one  thinks  of  public  broadcasting  in  Indian  country,  one 
usually  thinks  of  the  rural  nature  of  most  of  the  television  and 
radio  stations  and  the  low  economic  status  of  those  stations. 
Much  attention  has  focused  on  whether  future  Corporation  for 
Public  Broadcasting   (CPB)    funding  would  provide  a  "safety  net"  for 
rural  stations.     We  hope  so,  but  also  bring  to  your  attention 
that,   with  regard  to  Indian  country  and  other  minority 
communities,   there  are  other  critical  considerations  as  well: 

1)  Is  the  kind  of  television  and  radio  programming  available 
outside  of  public  broadcasting  which  is  needed  in  Indian  country? 
The  answer  is  no.     Further  we  need  to  increase  the  amount  of 
public  broadcast  programming  by  and  about  minority  peoples . 

2)  Are  there  telecommunications  linkages  among  Indian 
communities  so  they  may  share  resources  and  programming?  There 
are  no  such  commercial  linkages ,  and  the  linkages  in  public 
broadcast  are  in  the  formative  stages. 

3)  Is  there  a  cadre  of  Native  people  trained  in  the  broadcast 
field?     Yes,   there  are  Native  people  trained  in  broadcast  fields, 
but  there  would  be  limited  opportunities  for  them  without  public 
broadcasting. 

Recommendations .     We  realize  that  funding  for  the  Corporation 
for  Public  Broadcasting  will  be  reduced  --  that  there  will  likely 
be  rescissions  of  some  FY1996  and  FY1997  funds  and  reductions  in 
outyear  appropriations.     We  urge  the  Senate  to  modify  the 
FY1996/FY1997  rescissions  proposed  by  the  House.     We  do  not  object 
to  restructuring  of  the  public  broadcast  system,  but  ask  that  you 
look  at  the  work  being  done  by  our  organization  and  other 
organizations  who  are  working  to  bring  programing  by  and  about 
minorities  to  public  broadcasting1,  and  that  this  work  be  an 
explicit  continued  requirement  for  public  broadcasting. 
Specifically  we  recommend  that: 

1)  CPB  funding  continue  to  be  provided  at  its  modest  FY1995 
level2  to  continue  the  work  of  NAPBC  in  providing  public  broadcast 
services  to,   and  linkages  among,  Native  American  communities,  and 
also  for  the  work  of  the  other  Minority  Consortia  organizations. 
Since  1988,   seven  House  and  Senate  Congressional  reports  have 
expressed  written  support  for  CPB  funding  for  the  National 
Minority  Public  Broadcasting  Consortia.3 

2)  Additionally,  CPB  funding  should  be  preserved  for  the 
initiative  begun  in  FY1994  to  formalize  partnerships  between  NAPBC 
and  other  minority  consortia  organizations  with  CPB,  PBS,  APTS  and 
stations  to  work  cooperatively  to  maximize  all  our  resources  to 
bring  more  minority  programing  to  public  television.     This  is  an 


1  National  Asian  American  Telecommunications  Association,  National  Black 
Programming  Consortium,  National  Latino  Communications  Association,  Pacific 
Islanders  in  Communications,  and  Native  American  Public  Broadcasting 
Consortium  --  collectively  known  as  the  National  Minority  Public  Broadcasting 
Consortia . 

2  The  Minority  Consortia  organizations  receive  a  modest  amount  of 
discretionary  CPB  funding  --  $250,000  each  for  operational  support  in  FY1994 
and  $300,000  in  FY1995,   and  $425,000  for  programming  in  FY1994  and  $700,000  in 
FY1995.     The  organizations  do  not  retain  programming  monies,  but  rather 
re-grant  them  to  producers. 

3  S.   Rpt.   100-444   (Public  Telecommunications  Act  of  1998);  H.  Rpt .  100-825 
(House  Telecommunications  Act  of  1988);  S.  Rpt.   102-221  (Public 

Telcommunications  Act  of  1991);  H.  Rpt.  102-363   (Public  Telecommunications  Act 
of  1991);  H.  Rpt.   102-78   (FY1993  Appropriations  Act  -  FY95  CPB  funding); 
H.  Rpt.   103-156   (FY1994  Appropriations  Act  -  FY96  CPB  funding); 
H.   Rpt.   103-553   (FY1995  Appropriations  Act  -  FY97  CPB  funding). 


296 


extremely  important  cooperative  effort  which  holds  great  promise 
for  bringing  minority  programming  into  the  mainstream  of  public 
broadcasting.     This  partnership  initiative  cannot  move  to  the 
implementation  stage  without  the  $5  million  in  FY1996  monies  which 
CPB  has  previously  committed  for  this  effort. 

3)  Any  restructured  CPB  system  must  take  into  account  the 
need  for  programming  by  and  about  Native  Americans  and  other 
minorities .     Regular  programming  about  minorities  is  not  generally 
undertaken  by  stations  themselves,   and  requires  the  kind  of 
continued  ground- level  efforts  undertaken  by  NAPBC  and  the  other 
non-station  organizations. 

Work  of  the  Native  American  Public  Broadcasting  Consortium. 
Along  with  distributing  programs  for  public  television  and  radio, 
since  1978  NAPBC  has  or  is  undertaking  the  following: 

•  NAPBC  is  the  administrative  support  office  and  a  team 
consultant  for  the  American  Indian  Higher  Education  Consortium 
(AIHEC)   Telecommunications  project  which  received  much 
Congressional  support  from  this  Committee.     This  project  is  in  its 
implementation  phase  to  link  the  29  tribally-controlled  colleges 
via  satellite  for  distance  learning  services  in  thirteen  states. 

•  NAPBC,  with  CPB  support,   implemented  in  1994,   the  first  and 
only  American  Indian  Radio  on  Satellite  (AIROS)  network  which 
provides  programming  to  25  Native-controlled  public  radio  stations 
in  10  states,   including  Alaska.     These  are  communities  who  prior 
to  this  did  not  have  any  vehicle  to  share  their  own  programming. 

•  NAPBC  is  implementing  a  NT I A  planning  project  for  tribal 
governments  and  Indian  organizations  around  the  country  to  link 
them  to  the  information  superhighway. 

•  NAPBC,  with  CPB  support,   has  brought  to  public  television 
and  radio  stations  nationwide,  Native  American  programs  that  would 
probably  have  never  been  broadcast.     This  includes  In  the  White 
Man's  Image,   Surviving  Columbus ,   and  American  Indian  Dance  Theatre 
for  television,   and  Spirits  of  the  Present  and  Native  America 
Calling  for  radio. 

•  NAPBC,  with  CPB  support,  has  funded  40  televisions  projects 
for  national  feed  to  the  public  broadcast  system  (some  are  still 
in  production  stage) .  We  have  also  acquired  170  programs  and 
provided  them  directly  to  individual  stations,   and  have 
distributed  for  broadcast  and  non-broadcast  6,691  programs  via  our 
video  tape  library. 

All    of    these    new   and   continuing    services    would  be 
severely    hurt    by    diminishment    of    CPB    funding  support. 

Indian/Alaska  Native  and  Other  Minority  Concerns  Need  to  be 
Considered  in  the  Public  Broadcast  Debate.     Even  though  this 
hearing  is  on  the  effect  of  proposed  appropriations  rescissions  on 
Indian  and  Alaska  Native  people,  we  must  make  some  comments  which 
are  broader  than  Indian/Alaska  Native  communities,   as  CPB  funding 
for  NAPBC  is  considered  in  the  context  of  funding  for  several 
minority  public  broadcast  organizations. 

Much  attention  has  been  given  in  the  public  debate,  and 
rightfully  so,   to  the  status  of  rural  radio  and  television 
stations  in  a  public  broadcasting  system  receiving  greatly  reduced 
federal  funding.     But  largely  missing  from  this  public  debate  is 
the  interests  of  Indian/Alaska  Native  and  other  minority 
communities  --  both  rural  and  urban. 
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The  programing  one  sees  and  hears  on  public  television  and 
radio  are  the  end  products  of  a  long,   long  road.     The  work  of  the 
NAPBC  and  our  sister  organizations  in  other  minority  communities 
is  largely  on  the  front  end  of  the  process,  and  thus  we  are  not 
particularly  visable.     Our  efforts  are  not,  by  and  large,  ones 
which  are  a  community  service  priority  undertaken  by  mainstream 
radio  and  television  stations.     The  Minority  Consortia 
organizations  have  close  ties  with  our  communities  and,  as  such, 
are  in  a  position  to  act  as  a  bridge  between  public  broadcasters 
and  the  general  public.     Not  only  do  we  deliver  national 
programming  about  our  communities,   but  among  other  things  we: 

--  distribute  works  and  conduct  outreach  to  schools, 
universities,   libraries,  museums,   and  community  organizations 

--  provide  critical  seed  money  for  scripts  and  productions 

--  assist  producers  to  leverage  other  sources  of  funds 

--  provide  training  opportunities  for  minority  persons  in 
public  broadcast  fields 

While  we  will  submit  testimony  to  the  authorizing  committees 
regarding  restructuring  of  the  CPB,  we  note  here  that  we  are 
concerned  that  a  totally  "privatized"  CPB  would  result  in 
programming  which  is  driven  by  commercial  interests  --  a  market 
which  we  expect  would  greatly  diminish,   if  not  totally  eliminate, 
Indian,   Alaska  Native,   Pacific  Islander,   and  other  minority 
programming,   and  relegate  it  into  less  accessible  minority 
channels  or  ghettoized  time  slots,   and  thus  further  diminish  its 
national  impact  and  educational  value. 

Despite  the  fact  that  Indian/Alaska  Native,   Pacific  Islander, 
Latino,   African  American,   and  Asian  American  communities  currently 
make  up  30%  of  the  U.S.  population,   and  that  the  Census  Bureau 
projects  that  these  communities  will  constitute  nearly  50%  of  the 
U.S.   population  the  year  2050,  we  are,    in  a  political  sense  and  in 
the  media,   still  marginalized  populations.     It  serves  the  national 
interest  for  those  of  us  who  have  historically  been 
misrepresented,  unheard,  and  unseen  to  have  a  voice  and  be  part  of 
the  solutions  to  the  problems  our  society  faces.     We  need  more 
than  ever  a  forum  for  the  intelligent  and  honest  investigation  and 
discussion  of  the  issues  of  the  day  from  the  perspectives  of  those 
individuals  and  communities  are  most  affected  by  these  issues  and 
who  will  soon  make  up  the  majority  of  the  U.S.  population.  Public 
broadcasting  can  provide  this  forum. 

Thank  you  for  your  consideration  of  our  concerns.     We  urge 
the  Senate  Committee  on  Indian  Affairs  to  support  funding  and  a 
restructured  CPB  which  maintain  the  current  public  broadcast 
services  for  Indian  and  Alaska  Native  communities  and  the 
partnership  initiative  described  above. 


STATEMENT  OF  THE  NAVAJO  NATION 

INTRODUCTION 

Mr.  Chairman  and  Members  of  the  Subcommittee,  the  Navajo  Nation  appreciates  the  opportunity  to  present  the  Navajo 
Nation's  views  and  recommendations  regarding  Fiscal  Year  (FY)  1996  Appropriations  for  the  Departments  of  Labor,  Health  and 
Human  Services,  and  Education  and  related  agencies.  This  statement  highlights  several  of  the  Navajo  Nation's  priorities  for  FY  '96 
appropriations. 

At  the  outset,  congratulations  to  the  new  Chairman.  Mr.  Arlen  Specter.  Also,  thank  you  to  the  former  Chairman  Tom  Harkin, 
as  well  as  other  Subcommittee  Members  for  their  attention  to  the  Navajo  Nation's  needs  in  the  past  years.  We  look  forward  to 
continuing  our  good  working  relationship  with  the  Subcommittee. 
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Toward  that  end,  the  Navajo  Nation  takes  very  seriously  the  efforts  here  in  Washington  to  "reinvent"  the  responsiveness  of 
the  Federal  government  to  the  needs  of  all  Americans  Indeed,  the  Hale-Attcity  Administration  is  working  to  reinvent  the  Navajo 
Nation  government  through  "local  empowerment."  Based  on  traditional  Navajo  teaching,  local  empowerment  would  return  to  the  1 10 
local  chapters,  or  units  of  local  Navajo  government,  the  authority  to  identify  the  problems,  solutions,  and  priorities  of  their  own 
communities  Successful  implementation  of  this  initiative  requires  creativity  and  adequate  resources,  and  our  funding  requests, 
therefore,  reflect  the  local  empowerment  priorities  of  our  administration. 

THE  NAVAJO  NATION 

Spanning  Arizona,  New  Mexico  and  Utah,  the  Navajo  Nation  encompasses  17.5  million  acres  one-third  of  all  Indian  lands 
in  the  lower  48  states  --  Connecticut,  Delaware,  Maryland,  Massachusetts,  Rhode  Island  Unlike  those  states,  however,  the  Navajo 
Nation  is  home  to  the  poorest  of  America's  rural  poor  and  while  the  average  unemployment  in  America  today  is  5%,  the 
unemployment  rate  in  the  Navajo  Nation  averages  38%  to  50%,  depending  on  the  season  Over  56%  of  the  Navajo  people  live 
in  poverty  Per  capita  income  averages  $4,106,  less  than  1/3  of  that  in  the  surrounding  states.  Only  a  very  few  Navajos  enjoy  certain 
"luxuries"  that  arc  taken  for  granted  elsewhere  in  the  United  States  --  77%  of  Navajo  homes  lack  plumbing,  72%  lack  kitchen 
facilities,  and  76%  lack  telephone  service  Though  the  Navajo  Nation  is  slightly  larger  than  West  Virginia,  our  2,000  miles  of  paved 
roads  compares  to  barely  1 1%  of  West  Virginia's  18,000  miles.  Until  recently,  we  had  just  three  banking  facilities  within  our  entire 
28,500  square  mile  area. 

Ironically,  Mr.  Chairman,  the  Navajo  Nation  is  perceived  as  one  of  the  more  prosperous  of  Indian  tribes.  Tragically,  these 
types  of  living  conditions  arc  mirrored  at  hundreds  of  other  Indian  reservations  throughout  the  United  States,  with  the  nationwide 
Indian  reservation  unemployment  rate  averaging  56%.  As  Navajo  Nation  recently  explained  in  a  statement  to  the  House  Ways  and 

Means  Committee 

|T|hc  economic  deprivation  characteristic  of  Indian  reservations  and  their  inhabitants  is  unique  within  United  States 
borders,  and  should  be  viewed  --  with  considerable  alarm  and  discomfort  --  as  an  embarrassment  to  all  Americans. 

If  you  arc  born  an  Indian,  and  you  desire  to  remain  on  your  reservation  to  live  with  your  family  and  contribute  to 
your  community,  you  have  less  than  a  50%  chance  of  finding  employment  This  is  a  shameful,  counterproductive 
set  of  circumstances  that  must  be  recognized  immediately,  addressed  expeditiously,  and  resolved  before  the  turn  of 
the  20th  century  for  the  people  who  have  inhabited  this  land  for  centuries  past. 

Accordingly.  Mr  Chairman,  our  testimony  focuses  on  several  of  the  Navajo  Nation's  specific  requests  for  FY  '96  funding 
for  critically-needed  projects  But  in  a  larger  sense,  the  Navajo  Nation  respectfully  urges  the  Appropriations  Committee  to  "reinvent" 
its  own  approach  to  Indian  country  as  an  alternative  to  chipping  away  year-after-year,  generation-after-generation  in  a  piecemeal 
approach  that  has  yet  to  achieve  the  desired  results.  Instead,  why  not  address  Indian  country's  economic  deprivation  by  marshalling 
available  federal  resources  in  a  dramatic,  comprehensive,  government-wide  effort  that  can  at  last  rectify  the  massive  infrastructure 
deficiencies  that  prevent  us  from  competing  on  a  level  playing  field  against  even  the  most  economically-distressed  non-Indian 
communities. 

In  other  words,  why  not  creatively  reinvent  this  Committee's  approach  by  redirecting,  government-wide,  federal  resources 
and  programs  from  those  beneficiaries  that  have  long  since  realized  the  purposes  that  those  federal  programs  were  designed  to  achieve, 
so  that  those  scarce  resources  can  be  aggressively  targeted  and  invested  in  areas,  like  the  Navajo  Nation,  where  they  are  really  needed. 
Resolving  our  infrastructure  shortfalls,  through  such  redirection  of  federal  resources,  is  perhaps  the  key  component  necessary  to 
enhance  tribal  leaders'  efforts  to  develop  self-sustaining  reservation  economies  consistent  with  self-determination  and  self-govemance. 

NAVAJO  NATION'S  FY  1996  APPROPRIATION  REQUEST 

The  Navajo  Nation  requests  funding  for  the  following  high  priority  programs.  There  are  additional  programs  and  projects  which  the 
Navajo  Nation  would  like  to  discuss  with  the  Subcommittee,  however,  today,  we  are  merely  presenting  highlights  of  our  overall 

requests    They  arc  as  follows: 

DEPARTMENT  OF  LABOR 

Job  Training  Partnership  Act  (JTPA) 

Job  Training  Partnership  Act  (JTPA)  services  are  provided  to  the  Navajo  Nation  via  three  states  which  span  the  Nation's  territory: 
Arizona,  New  Mexico  and  Utah  Two  of  these  states,  Arizona  and  New  Mexico  currently  have  Navajo  Tribe  Service  Delivery  Areas 
(SDAs)  which  serve  the  Navajo  population  exclusively.  Each  maintains  separate  Private  Industry  Councils  and  responds  to  two 
different  State  Administrative  Entities  Utah  reaches  its  Navajo  population  (considerably  smaller  relative  to  Arizona  and  New  Mexico) 
through  an  existing,  but  not  exclusively  Navajo  area,  SDA  Each  of  the  three  states  reports  to  separate  U  S.  Department  of  Labor 
(DOl.)  regions  Such  a  structure  is  a  great  hinderance  to  the  Navajo  Nation  in  terms  of  efficiency,  effectiveness  and  maximum  use 
of  available  resources. 

The  Navajo  Nation  requests  the  multi-funded  program  to  be  referred  to  and  addressed  as  a  stale  and  funded  directly  from  the  U  S 
DOI.  A  New  Mexico,  Utah  and  Arizona  Tri-Statc  Memorandum  of  Understanding  can  be  established  in  which  Navajo  Nation  will 
be  rccogni/cd  as  one  state  providing  JTPA  services.  Currently  the  Navajo  Nation  workforce  is  overwhelmed  with  excessive  paperwork 
to  address  needs  of  the  grantors  and  not  specifically  the  needs  of  the  program  participants.  We  recommend  the  establishment  of  a 
Task  Force  at  the  Federal  and  State  level  and  have  this  task  force  jointly  work  with  the  Navajo  Nation  to  address  the  feasibility  of 
creating  a  single  service  delivery  area.  As  a  result,  the  Navajo  Nation  becomes  more  accountable,  effective  and  productive  in  its 
delivery  of  JTPA  serv  ices  with  less  grantor  paperwork  requirements. 

Section  401  Title  IV-A  and  Title  II-B 

It  is  the  purpose  of  this  Act  to  establish  programs  to  prepare  youth  and  adults  facing  serious  barriers  to  employment  for  participation 
in  the  labor  force  by  providing  job  training  and  other  services  that  will  result  in  increased  employment  and  earnings,  increased 
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educational  and  occupational  skills,  and  decreased  welfare  dependency,  thereby  improving  the  quality  of  the  work  force  and  enhancing 
the  productivity  and  competitiveness  of  the  Nation.  The  sum  of  $10,110,377  is  being  requested  which  will  serve  1,925  economically 
disadvantaged  youth  and  adults  with  basic  education  skills,  pre-employment/work  maturity  skills,  job  specific  skills  and  other  related 
services  that  will  result  in  increased  employment  and  earning  increases.  The  sum  of  $3,468,240  is  being  requested  to  serve  2,938 
Navajo  youth  under  Title  1  IB.  This  program  provides  basic  education  skills,  pre-employment,  work  maturity  skills,  job  specific  skills 
in  addition  to  wages  and  work  experience.  The  Navajo  Nation  population  count  has  increased  (18)  eighteen  fold  in  the  last  127  years 
According  lo  1990  census  data  the  median  age  for  the  Navajo  population  is  18.7  indicating  the  Navajo  Nation  is  a  young  Nation 
with  a  current  growth  rate  estimated  at  2.7% 

Impact  of  Rescissions  of  H.  R.  1158 

The  Navajo  Nation  strongly  opposes  the  elimination  of  Title  1I-B  and  Section  401  Title  IV-A  and  B,  as  proposed  in  H.R.  1 158.  The 
implications  of  this  proposed  budget  cut  are  to  eliminate  present  and  future  summer  youth  programs  under  the  jrPA.  Programs  under 
JTPA  serve  over  3,300  Navajo  participants  out  of  a  total  Navajo  youth  population  of  32,000  Nationally,  130  Indian  JTPA  summer 
programs  will  be  eliminated  and  over  11,000  Indian,  Native  Alaskan  and  Hawaiian  Native  youth  residing  on  Federally  and  Slate 
recognized  reservations,  villages  and  islands  will  be  affected. 

Veterans  Employment  and  Training  Program 

The  Navajo  Nation  requests  $318,628  for  program  costs  from  the  DOL,  as  authorized  by  P.L.  102-367,  to  provide  to  the  Department 
of  Navajo  Veterans  Affairs  (DVA)  funding  to  administer  and  implement  an  on-the-job  and  classroom  training  program  for  Navajo 
veterans.  The  requested  amount  includes  $74,349  to  employ  three  (3)  staff  members  and  $244,279  for  training  costs.  Given  the  high 
Navajo  veteran  unemployment  rate  of  40%,  programs  of  this  nature  are  in  great  demand.  In  fact,  according  to  recent  statistics,  an 
average  of  175  veterans  inquire  monthly  of  employment  and  training  services  in  each  of  the  five  (5)  agencies  on  the  Navajo 
Reservation,  totalling  875  monthly  inquiries.  Many  Navajo  veterans  are  willing  and  eager  to  participate  in  training  programs,  but  most 
are  financially  unable  to  afford  the  costs  of  tuition,  tools  and  necessary  supplies.  The  majority  of  unemployed  veterans  are  survivors 
from  the  Vietnam  Era  or  have  recently  been  discharged  due  to  the  recent  defense  budget  cuts.  Navajo  veterans  need  assistance  in 
job  training  and  locating  suitable  employment.  The  goals  and  establishment  of  this  proposed  program  will  meet  these  needs. 

DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES 

The  Navajo  Nation's  Division  of  Health  and  Division  of  Social  Services  actively  assists  its  residents  through  social  service 
programs  to  gain  access  to  fundamental  services  such  as  health  care  and  ensure  that  provided  services  continue  such  as  home  energy 
assistance  and  substance  and  injury  prevention. 

Low  Income  Home  Energy  Assistance  Program 

The  Navajo  Nation  requests  $1,380,128  for  the  Low  Income  Home  Energy  Assistance  Program  (L1HEAP).  The  funding  would 
continue  to  provide  home  heating  assistance  for  1,500  Navajo  families  energy  crisis  intervention  services  for  approximately  200 
Navajo  families,  weatherization  assistance  to  approximately  500  Navajo  families.  Continued  funding  will  provide  access  and  services 
to  basic  amenities  that  other  Americans  enjoy. 

Shiprock  Hospital  Renovation 

The  Navajo  Nation  requests  $6,000,000  for  renovation  of  the  former  Shiprock  hospital  The  refurbished  facility  will  serve  as  a 
substance  and  drug  abuse  treatment  facility  for  adults.  Currently,  the  Navajo  Nation  lacks  residential,  in-patient  and  out-patient, 
treatment  centers.  The  proposed  facility  would  alleviate  an  overwhelming  caseload  experienced  by  Navajo  Behavioral  Health  Services' 
outpatient  treatment  on  substance  abuse.  Moreover,  the  proposed  facility  will  compliment  the  Indian  Health  Services'  efforts  to  raise 
the  current  health  level  of  Indian  people. 

Navajo  Nation  Child  Mental  Health  Service 
Additionally,  the  Navajo  Nation  supports  $3,326,476  for  the  Navajo  Nation  Child  Mental  Health  Service  Initiative  to  reestablish  the 
K'E  -  the  core  of  Navajo  tradition  -  as  the  locus  for  mental  health  service  delivery.  The  funding  will  expand  and  strengthen  limited 
services  available  on  the  reservation  by  the  extension  of  the  therapeutic  infrastructure  with  immediate  response  crisis  teams,  home 
visitor  programs,  and  parenting  education  The  K'E  system  operate  as  a  "family  preservation"  system  to  use  the  strengths  of  the 
Navajo  extended  family  and  clan  organization  to  support  children  in  crisis. 

Head  Start 

The  Navajo  Nation  requests  $17,590,216  for  the  construction  of  53  new  Head  Start  facilities  throughout  the  Navajo  Nation.  The 
Navajo  Nation  Department  of  Head  Start  is  currently  serving  3,838  preschool  aged  children  throughout  the  Navajo  Nation's  five 
Agencies  (Political  Sub-Divisions  akin  to  a  large  county  in  size)  and  two  satellite  communities  (2  Navajo  Nation  communities  that 
arc  not  connected  physically  to  one  of  its  five  agencies).  Of  the  3,838  children  enrolled  in  Head  Start,  approximately  500  arc 
participating  in  the  Home  Based  program  option.  It  must  be  noted  that  the  choice  of  this  program  option  is  not  preferred.  However, 
so  that  their  children  are  gi\;n  the  opportunity  to  participate  in  Head  Start  these  parents  have  reluctantly  chosen  the  Home  based 
program  option    The  deciding  factor,  unfortunately  is  the  lack  of  Head  Start  facilities  throughout  the  Navajo  Nation. 

Native  American  Languages  Act 

The  Native  American  Languages  Act  is  very  important  to  the  Navajo  Nation  in  passing  to  the  younger  generation,  the  traditional 
culture  and  language.  The  Navajo  Nation  is  requesting  $125,000.  It  is  the  policy  of  the  Navajo  Nation  to  work  towards  the 
acceptance  of  the  Navajo  language  in  all  areas  of  contemporary  Navajo  life,  and  the  prohibition  of  the  Navajo  language  in  none, 
t  hroughout  these  goals,  we  write  that  Navajo  will  be  "a"  language  of  communication,  not  "the"  language.  The  intent  of  this  policy 
is  not  to  exclude  English:  the  intent  is  to  maintain  Navajo  in  activities  where  it  is  not  now  widely  used. 

DEPARTMENT  OF  EDUCATION 

The  Sovereignty  of  the  Navajo  Nation  is  inherent  in  our  people.  The  federal  government  has  ongoing  moral  and  legal 
obligation  to  the  sovereign  Navajo  Nation  and  the  people,  arising  from  trust  responsibilities  and  treaty  obligations  which  must  be 
fulfilled.  Current  trends  within  the  federal  government  present  themselves  as  themes  which  impact  on  Navajo  sovereignty  by  shifting 
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of  responsibilities  of  federal  to  state  governmental  units  and  shrinking  government  budgets  and  diminishing  resources.  The  federal 
government's  responsibility  to  the  Navajo  people  must  be  appropriately  funded.  The  chronic  underfunding  and  non-funding  of  federal 
education  programs  designed  for  the  provisions  of  educational  facilities  and  services  to  Navajos  will  negatively  impact  the  Navajo 
Nation   Therefore  the  Navajo  Nation  requests  that  the  subcommittee  supports  full  funding  levels  for  all  Indian  education  programs. 

Impact  Aid 

The  Navajo  Nation  strongly  opposes  the  Senate  proposal  and  House  passed  version  to  rescind  FY  1995  funding  and  program 
elimination.  Currently,  Impact  Aid  monies  are  allocated  to  educate  students  as  follows:  80  percent  for  students  residing  on  Indian 
reservations  and  our  nation's  military  dependent  students,  10  percent  for  students  in  low  rent  housing  projects,  5  percent  for  federally 
connected  children  of  special  education  needs.  Federal  Impact  Aid  affects  basic  educational  services  for  more  than  200  Navajo  schools 
and  more  than  35,000  children  from  preschool  through  high  school,  and  should  be  adequately  funded.  That  "adequate"  funding  should 
he  determined  by  a  panel  of  experts  on  educational  funding  which  is  not  less  that  the  average  cost  across  the  nation.  Once  a  base 
amount  is  established  for  an  adequate  cost  to  educate  Indian  students,  it  should  be  tied  to  the  consumer  price  index  and  adjusted 
annually  for  inflation,  just  as  Social  Security. 

In  recent  years,  appropriations  and  political  support  for  Impact  Aid  have  eroded  as  the  Administration  and  Congress  have  squeezed 
the  scope  of  the  program's  beneficial  impact.  In  spite  of  its  reauthorization  last  year  as  Title  VIII  of  P.L.  103-382,  Congress  cut  $70 
million  from  this  program  for  FY  1995  and  the  Clinton  Administration  has  proposed  cutting  another  $109  million  from  the  Program 
for  FY  1996.  As  a  part  of  the  Republican's  alternative  budget  last  year,  it  was  proposed  to  abolish  impact  Aid  altogether  over  the 
next  five  years.  Navajo  Nation  respectively  requests  that  all  FY  '95  funds  be  restored  immediately  and  no  further  cuts  be  made. 
Funding  for  Federal  Impact  Aid  should  be  defined  as  a  federal  entitlement  program  such  as  Social  Security  which  is  protected  from 
the  laws  that  decrease  the  federal  deficit. 

Crownpoint  Institute  of  Technology  (CIT) 
The  Navajo  Nation  respectfully  requests  at  a  minimum  $3,000,000  for  CIT's  operational  costs  and  supports  overall  funding  of  the 
vocational  education  fund  at  $4,000,000.  CIT  is  a  non-profit  institute  that  offers  ten  vocational  programs  for  the  current  academic 
year  and  plans  to  offer  thirteen  programs  for  next  year,  as  well  as,  the  Adult  Basic  Education  and  a  continuing  Education  Program. 
As  the  only  vocational  institute  serving  the  largest  Indian  nation,  CIT  demonstrates  success  with  a  graduation  rate  of  85  percent  and 
a  92  percent  job  placement  rate  Graduates  earn  between  $15,000  -  $17,000  annually  in  entry-level  positions.  However,  the  amount 
of  full  time  equivalents  students  has  increased  from  22 1  in  1991  to  600  in  1995,  resulting  in  as  the  numbers  of  students  increases  but, 
the  number  of  funding  per  student  decreases. 

OTHER  REQUESTS 

U.S.  Mine  Safety  and  Health  Administration  (MSHA) 
The  Navajo  Nation  requests  $30,000  for  the  Navajo  Nation  Mine  Safety  Program.  This  program  provides  health  and  safety  training 
to  Navajo  miners  so  that  they  will  be  able  to  recognize  potential  hazards  in  their  work  place.  The  Navajo  Nation  Mine  Safety 
Program  provides  training  materials  in  the  Navajo  language  and  works  closely  with  union  representatives,  mine  management,  and 
MSHA  for  reducing/eliminating  mine-related  accidents.  Additionally,  these  monies  will  be  used  for  conducting  safety  inspections 
of  coal  mine  and  sand  and  gravel  operations. 

CONCLUSION 

The  Navajo  Nation  thanks  Chairman  Specter  and  the  Members  of  the  Subcommittee  for  their  leadership  and  support  of  Indian 
programs    Detailed  justification  sheets  on  these  and  additional  projects  will  be  provided  to  the  Subcommittee  staff. 


STATEMENT  OF  MARY  ANN  WILSON,  ADMINISTRATIVE  DIRECTOR, 
NEUROFIBROMATOSIS,  INC. 

Neurofibromatosis,  Inc.  is  a  national  voluntary  organization  with  chapters 
across  the  United  States  which  is  speaking  on  behalf  of  individuals  and  families 
affected  by  the  neurofibromatoses  and  the  professionals  who  provide  services  for 
them.  We  are  headquartered  in  Lanham,  Maryland  and  have  chapters  across  the 
country.  The  points  made  in  our  testimony  last  year  are  still  relevant  and  we 
request  that  our  1994  testimony  be  inserted  into  the  Committee  record  along  with 
our  testimony  today. 

In  1994,  Congress  did  reaffirm  its  requirement  that  the  National  Institutes  of 
Health  (NIH)  provide  effective  coordination  of  neurofibromatosis  research  activities. 
In  addition,  Congress  encouraged  grater  NF  research,  particularly  at  the  National 
Cancer  Institute. 

Neurofibromatosis  (NF)  is  a  genetic  disorder  which  causes  tumors  to  grow  on 
the  nerves  anywhere  in  the  body  at  any  time.  NF  strikes  1  of  every  2,500  to  3,000 
births,  males  and  females  of  all  races.  NF  can  cause  physical  deformity,  blindness, 
paralysis,  deafness,  learning  disability  and  cancer.  Half  of  the  known  cases  are 
inherited  from  a  parent,  the  other  half  occur  spontaneously.  This  means  without 
further  activities  to  prevent  NF,  the  number  of  people  with  NF  grow  with  each 
generation.  There  is  no  known  cure  and  minimal  effective  treatment. 
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From  information  that  has  been  provided  to  us  by  NIH,  the  funding  for  NF  research 
and  NF-related  research  at  the  National  Cancer  Institute  and  the  National  Institute  of 
Neurological  Disorders  and  Stroke  remained  under  $10  million.  This  does  not  reflect  an 
increase  from  past  activity.  Our  concerns  are  1)  the  NF  research  effort  continues  to  be 
poorly  coordinated;  and  2)  greater  funding  is  needed  to  maximize  the  benefit  of  this  research 
to,  not  only  eliminate  NF,  but  eradicate  tumor  disease,  including  cancer. 

With  respect  to  the  coordination  concern,  we  see  evidence  of  little  communication 
between  the  NIH  components  involved  in  NF  research,  poor  utilization  of  human  resources,  a 
lack  of  dissemination  of  NF  information  which  could  stimulate  research,  and  a  lack  of 
personnel  focussed  on  NF. 

The  benefit  of  this  research  is  not  only  for  families  affected  by  NF,  but  will  directly 
impact  the  eradication  of  cancer,  as  well  as  impacting  on  systemic  neurological  disease  and 
the  management  of  both  learning  disabilities  and  adult  onset  deafness. 

As  a  result  of  our  1992  testimony,  Congress  mandated  an  NF  coordinating  committee. 
This  committee  produced  an  extremely  flawed  NF  research  report  in  1993.  As  illustration  of 
our  concern,  this  report  failed  to  mention  NF  research  being  conducted  at  the  National 
Cancer  Institute  and  the  National  Institute  of  Child  Health  and  Human  Development.  We 
were  aware  of  these  studies  because  our  families  were  participating  in  them.  This  illustrates 
our  point  that  NIH  is  unaware  of  NF  activity  which  is  being  conducted  under  its  own  aegis. 
From  the  information  we  have  been  provided  by  NIH,  this  committee  has  not  met  since  the 
publication  of  that  report. 

We  strongly  believe  that  a  sincere  ongoing  oversight  mechanism  for  NF  research  is 
necessary  at  the  National  Institutes  of  Health  which  would  assure  the  sharing  of  information 
from  both  intramural  and  extramural  projects.  This  mechanism  would  prevent  unnecessary 
duplication,  broaden  peer  review,  discourage  nonproductive  research  and  promote  the  overall 
effectiveness  and  efficiency  of  the  effort.  Furthermore,  this  mechanism  would  provide  better 
utilization  of  human  resources  necessary  for  such  research  and  encourage  more  timely 
dissemination  of  information.  This  system  must  aggressively  stimulate  research  and  have  the 
commitment  to  scrutinize  applications,  monitor  ongoing  progress,  assure  quality  reporting  and 
validate  outcomes.  To  date  NIH  has  not  satisfied  the  mandate  of  the  legislation  of  1992  and 
1994. 

We  want  to  remind  the  Congress,  the  National  Institutes  of  Health,  medical 
investigators  and  practitioners  that  those  who  have  neurofibromatosis  and  their  families  are  a 
resource  for  research  and  do  not  want  their  participation  to  be  wasted  any  more  than  you 
want  the  research  dollars  to  be  squandered.  We  are  partners  with  the  researchers  and 
practitioners  in  alleviating  suffering.    We  are  also  asking  that  informed  consumers  possibly 
from  the  neurofibromatosis  organizations  be  included  in  both  the  peer  review  process  and  the 
oversight  activity. 

Presently,  there  is  not  one  physician  at  the  NIH  Clinical  Center  whose  primary 
interest  is  neurofibromatosis.  We  ask  Congress  to  re-establish  the  position. 

We  request  Congress  to  demand  that  NIH  establish  a  viable  coordinating  committee 
and  assure  the  effectiveness  of  that  committee  by  requiring  annual  reports  of  their  activities. 

We  also  encourage  your  continued  support  of  the  Human  Genome  Research. 

Congress  has  recognized  that  neurofibromatosis  provides  a  unique  population  with  the 
interface  of  genetics  and  tumor  diseases,  two  of  the  greatest  medical  challenges  of  our  time. 
If  the  partnership  between  the  government  as  funder,  the  scientific  community  as  researcher, 
and  the  patients  affected  by  this  disorder  is  to  be  maximized,  we  believe  that  Congress  should 
continue  to  support  and  require  NIH  to  conscientiously  implement  our  proposal  and  provide 
the  funds  to  do  so. 
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STATEMENT  OF  MICHAEL  FLAMINGO,  PRESIDENT, 
NEUROFIBROMATOSIS,  INC. 

Mr.  Chairman,  Members  of  the  Committee: 

My  name  is  Michael  Flamingo.  I  am  from  Milwaukee,  Wisconsin.  I  want  to  thank 
the  Subcommittee  and  my  congressman,  Mr.  Kleczka,  for  providing  us  the  opportunity  to 
speak  with  you  today.  We  request  that  our  written  testimony  be  inserted  into  the  Committee 
record. 

I  am  the  President  of  Neurofibromatosis,  Inc.,  a  national  voluntary  organization 
headquartered  in  Lanham,  Maryland.  NF,  Inc.  promotes  support  services,  and  research  to 
benefit  the  thousands  affected  by  various  forms  of  neurofibromatosis  (NF).  Dr.  Kenneth 
Rosenbaum,  Director  of  the  NF  Clinic  at  Children's  National  Medical  Center  here  in 
Washington,  D.C.,  intended  to  accompany  us  here  today  to  answer  any  technical  questions 
that  you  might  have.  Unfortunately,  he  had  a  schedule  conflict  and  is  unable  to  be  here. 

Neurofibromatosis  is  a  genetic  disorder  which  causes  tumors  to  grow  on  the  nerves 
anywhere  in  the  body  at  any  time.  NF  strikes  1  of  every  2,500  to  3,000  births  of  both  sexes 
of  all  races.  NF  can  cause  physical  deformity,  blindness,  paralysis,  deafness,  learning 
disability  and  cancer.  Half  of  the  known  cases  are  inherited  from  a  parent.  The  other  half 
occur  spontaneously.  This  means  without  further  activities  to  prevent  NF,  the  number  of 
people  with  NF  grow  with  each  generation.  There  is  no  known  cure. 

Two  years  ago,  a  panel  representing  our  organization  led  by  our  national 
spokesperson,  Actress  Nancy  Stafford,  testified  before  this  Subcommittee.  Dr.  Robert 
Martuza,  a  prominent  neurosurgeon  involved  in  NF  research  at  Georgetown  University  and  a 
member  of  our  1992  panel,  stated  that  NF  is  a  disease  which  affects  every  system  in  the 
body.  He  went  on  to  say  that  research  on  this  disorder  has  major  impact  on  the  treatment  of 
brain  disorders  and  other  tumor  disease.  Most  significant  is  that  the  cure  for  NF  is  probably 
a  cure  for  cancer. 

At  that  time,  we  requested  that  the  National  Institutes  of  Health  be  directed  to  better 
coordinate  neurofibromatosis  research  and  that  a  committee  be  formed  to  accomplish  this. 
We  were  pleased  that  our  request  was  recognized,  and  an  NF  Coordinating  Committee  was 
named. 

In  mid-April  1993  the  National  Institutes  of  Health  issued  the  NF  report  from  the 
Coordinating  Committee.  Although  we  were  pleased  that  the  importance  of  NF  research  was 
recognized,  we  were  extremely  disappointed  in  that  report.  It  was  fraught  with  inaccuracies 
and  merely  substantiated  our  point  that  the  millions  of  dollars  being  spent  on  this  research 
were  not  efficiently  coordinated.  In  fact,  we  were  appalled  that  the  writers  of  the  report 
failed  to  recognize  much  of  the  active  research  being  conducted.  They  seemed  to  be  totally 
unaware  of  some  of  the  activities  in  NIH  Institutes  and  Centers.  It  was  clear  that  some  of  the 
key  NF  researchers  at  NIH  were  neither  included  on  the  committee  nor  consulted  in  the 
preparation  of  the  report. 

We  continue  to  strongly  believe  that  better  oversight  and  coordination  of  NF  research 
is  necessary.  Duplicative  and  fruitless  research  should  not  continue  to  receive  funding  while 
other  worthwhile  and  productive  research  suffer  crippling  funding  reductions  which 
jeopardize  completion. 

Had  the  NIH  Coordinating  Committee  been  more  conscientious  in  its  effort  and  had 
the  Committee  included  informed  consumer  representatives,  the  embarrassment  resulting  from 
that  report  could  have  been  avoided.  Even  more  importantly,  the  waste  in  human  and 
monetary  resources  would  not  persist  and  the  research  community  and  those  affected  by  the 
neurofibromatoses  would  be  better  served. 
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Our  organization  is  different  from  some  of  the  other  organizations  who  have  testified 
before  you.  We  are  not  asking  for  more  money  for  the  neurofibromatosis  research  effort. 
We  are  asking  for  improved  oversight  and  coordination  of  the  continued  funding  of  NF 
research.  We  request  the  Coordinating  Committee  established  by  NIH  to  include  appropriate 
representation  from  all  of  the  Institutes  and  Centers  involved  in  NF  related  research.  We  also 
urge  Congress  to  require  NIH  to  include  informed  consumer  representation  on  this 
Committee.  Once  a  suitable  committee  is  established,  we  feel  a  sincere  effort  can  be  made  to 
coordinate  the  extramural  and  intramural  NF  research  activities.  This  would  include  assuring 
that  the  funded  research  continues  to  be  consistent  with  the  recent  scientific  findings;  that 
unnecessary  duplication  is  avoided;  that  research  participants  be  accurately  identified  and 
utilized  appropriately;  and  that  the  outcome  data  be  properly  challenged  and  disseminated 
among  all  the  components  of  NIH,  including  the  Office  of  Rare  Disorders,  and  agencies  and 
researchers  outside  the  NIH. 

Because  of  the  funding  which  has  been  provided  by  Congress  for  NF  Research  in  the 
past  10  years  and  the  genius  of  many  scientists,  wondrous  results  were  recently  announced  in 
the  cloning  of  the  genes  for  both  NF  Types  I  and  II.  It  would  be  a  tragedy  if  that  momentum 
of  identifying  the  cause  is  impeded  in  its  stride  to  find  effective  non-surgical  treatments,  cures 
and  preventions  merely  because  of  administrative  ineptness  or  lack  of  attention. 

Mr.  Chairman,  we  thank  you  for  your  time,  your  attention,  and  your  support. 


STATEMENT  OF  KENNETH  ROSENBAUM,  CHAIRMAN  OF  MEDICAL  GE- 
NETICS, CHILDREN'S  NATIONAL  MEDICAL  CENTER,  AND  DIRECTOR 
OF  THE  NEUROFIBROMATOSIS  CLINIC 

Mr.  Chairman,  Members  of  the  Committee: 

My  name  is  Dr.  Kenneth  Rosenbaum.  I  am  the  Chairman  of  Medical 
Genetics  at  Children's  National  Medical  Center  in  Washington,  D.C.  and  the 
Director  of  the  Neurofibromatosis  Clinic.  In  that  capacity,  I  have  had  the 
opportunity  over  the  last  17  years  to  see  first-hand,  the  effects  of 
neurofibromatosis  on  children  and  adults.  The  Medical  Genetics 
Department  of  Children's  Hospital  is  one  of  the  largest  providers  of  genetic 
services  in  the  country  and  has  taken  care  of  approximately  800  to  900 
families  with  neurofibromatosis  over  time.  Although  many  of  our  children 
are  well  individuals,  we  have  become  respectful  of  the  potential  disability 
caused  by  the  NF-1  gene. 

In  the  last  few  years,  great  excitement  has  been  generated  as  advances 
have  come  in  our  understanding  of  neurofibromatosis.  An  improved 
knowledge  of  the  natural  history  of  NF-1,  mapping  the  NF-1  gene  to 
chromosome  17,  defining  its  role  in  tumor  suppression  and  having  the 
ability  to  perform  prenatal  diagnosis  for  informative  families  have  been 
important  developments  in  the  NF  story.  It  is  only  a  matter  of  time  before 
we  see  the  first  substantive  steps  in  developing  effective  therapies  for 
treating  patients  with  NF-1 .  I  am  hopeful  that  through  the  efforts  of  insightful 
researchers  that  these  steps  will  be  just  a  short  period  of  time  away.  For 
this  research  to  be  productive,  it  is  necessary  that  coordination  of  NF 
research  and  funding  continue.  I  join  Mr.  Flamingo  and  Neurofibromatosis, 
Inc.  in  requesting  that  a  coordinating  committee  be  established  by  NIH  to 
include  appropriate  representation  from  centers  involved  in  NF  related 
research  and  from  NIH. 
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STATEMENT  OF  PAUL  D.  MENDELSOHN,  PRESIDENT 
NEUROFIBROMATOSIS,  INC. 

Neurofibromatosis,  Inc.  is  a  national  voluntary  organization 
dedicated  to  individuals  and  families  affected  by  the  neurofibro- 
matoses (NF)  and  related  disorders.     NF,  Inc.  services  the  needs 
through  coordinated  educational  support,  clinical,  and  research 
programs  by  promoting  national,  state,  and  local  community 
involvement. 

In  May  1992,  we  testified  before  the  U.S.  House  of 
Representatives  Appropriations  Committee  Health  Subcommittee 
requesting  that  NIH  be  required  to  better  coordinate  NF  research 
conducted  under  Federal  auspices  (a  copy  of  testimony  attached).  We 
welcome  the  Report  on  Neurofibromatosis  dated  January  1993  that  was 
issued  by  you. 

While  we  are  generally  pleased  with  the  report  and 
recommendations,  we  do  have  some  concerns. 

1.  We  strongly  support  the  establishment  of  a  permanent  NF 

Research  Coordinating  Committee  (NRCC) .     We  believe  for 
this  Committee  to  be  effective,  it  must  contain 
substantial  consumer  representation.     We  are  disturbed  that 
no  consumers  were  invited  to  participate  in  the  two 
quarterly  meetings  already  held.     It  is  also  critical  that 
the  Public  Health  Service  representation  not  be  solely  based 
on  organizational  components,  but  also  focus  on  including 
scientists  with  specific  knowledge  and  interest  in  NF. 

2 .  We  are  aware  of  much  past  and  current  research  conducted 

under  the  sponsorship  of  components  of  NIH  which  are  not 
mentioned  in  the  report.     Of  particular  note  is  the  5-year 
learning  disability  study  funded  by  the  National  Institute 
of  Child  Health  and  Human  Development.     No  mention  is  made 
of  activities  of  the  Human  Genome  Project  or  the  National 
Institute  on  Dental  Research.  The  omission  of  the  former  is 
obvious.     The  latter  is  important,  not  only  because  of  the 
evident  questions  regarding  NF  and  dental  problems,  but 
especially  because  of  the  pain  studies  being  conducted  by 
this  Institute.     A  major  concern  is  that  the  research  which 
is  reported  contains  substantial  inaccuracies  and  convey 
significant  misconceptions.     We  would  be  happy  to  present 
details  to  your  staff. 

3.  Although  this  report  is  dated  January,  it  was  not  released 

until  sometime  in  April  after  the  announcement  of  the 
identification  of  the  NF-2  gene  and  its  product.  This 
report,  therefore,  is  already  out  of  date. 

4.  The  December  1991  Consensus  Development  Conference  on 

Acoustic  Neuroma  changed  the  nomenclature  to  "vestibular 
schwannoma."    The  NF  report  uses  outdated  terminology. 

5.  On  page  6,  the  report  states  that  3  types  of  NF-2  have  been 

identified.     Although  interesting,  this  finding  is  the 
result  of  only  one  research  paper  and  is  not  yet  definitive. 
There  are  similar  overstatements  throughout  the  document. 

6.  We  continue  to  believe  that  the  National  Institute  for 

Neurological  Disorders  and  Stroke  (NINDS)  and  the  NIH 
Clinical  Center  do  not  have  appropriate  staffing. 

7.  A  multitude  of  women's  issues  related  to  NF  are  not  recognized 

in  this  report  and  require  specific  attention  and 
coordination. 

Both  NF-1  and  NF-2: 

.  pathogenesis  of  disease,  including  mortality  and  morbidity 
.  influence  of  hormones 

.  naturally  produced  hormones  as  influences  at  puberty, 

pregnancy  and  menopause 
.  influence  of  hormone  therapy,  including  birth  control 
pills,  acne  treatment,  human  growth  factors, 
menopausal  adjustment  therapy 
.  alternative  methodology  for  pregnancy 
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NF-l: 

.  link  between  NF-l  and  other  female  cancer,  especially 
breast  cancer 

.  pain  (including  itching  and  headaches)  with  or  without 

present  lesions 
.  learning  disabilities 
.  miscarriages 

.  psychological  aspects  of  disease  as  it  evolves 

appearance  -  childhood,  adolescence,  and  adulthood 

NF-2: 

.  influence  of  maternal  inheritance 

.  genetic  issue  in  the  inheritance  of  the  sex  of  the  fetus 
.  post  intervention  (i.e.  surgery)  rehabilitation,  both 
immediate  and  long  term 

8.     No  mention  is  made  of  an  NIH  Inter-active  database  of  all 

patients  maintained  on  an  immediate  timeframe  to  include  all 
patients  who  present  themselves  for  NF  research.  This 
database  should  be  available  to  all  components  of  NIH 
to  assure  that  complete,  non-duplicative  information  is 
maintained  to  allow  for  identification  of  patients  for 
various  protocols,  efficient  medical  evaluation,  and 
accurate  profiling. 

The  report  itself  reflects  the  lack  of  attention  to  detail  and 
coordination  which  prompted  our  Congressional  testimony.  The  dedicated 
research  efforts  of  the  professionals  involved  and  the  admirable 
participation  of  those  NF-affected  individuals  who  volunteer  to 
participate  deserve  a  system  that  is  efficient  and  avoids  duplication 
of  effort  which,  not  only  saves  money,  but  assures  timely  progression 
of  the  NF  research  activities. 

We  appreciate  the  enthusiasm  NIH  has  given  to  NF  research.  We 
hope  that  with  mutual  cooperation  and  respect  for  consumer 
organizations,  such  as  NF,  Inc.,  can  not  only  find  treatment  and  cure 
for  these  related  diseases,  but  the  prevention.     Such  efforts,  as  you 
know,  have  much  broader  implications  and  advance  knowledge  of  all 
tumor  diseases. 


STATEMENT  OF  NANCY  S.  WELLMAN,  ON  BEHALF  OF  THE  NUTRITION 
SCREENING  INITIATIVE 

Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  the  opportunity  to 
testify  today  about  an  important  social  and  medical  problem  among  the  elderly  — 
malnutrition.  I  would  like  to  respectfully  request  that  the  committee  reiterate  its  support  of 
research  on  nutrition  and  the  elderly  in  order  to  move  us  closer  to  preventing  costly 
nutrition-related  problems  among  our  nation's  oldest  citizens. 

Background:   The  Nutrition  Screening  Initiative 

The  American  Dietetic  Association  is  a  founding  partner,  with  the  American  Academy 
of  Family  Physicians  and  the  National  Council  on  the  Aging,  of  the  Nutrition  Screening 
Initiative.  Our  three  organizations  are  joined  by  a  broad,  multidisciplinary  coalition  of  27 
medical,  social,  and  aging  organizations  focusing  on  the  nutrition  and  health  of  older 
Americans.   Our  goal  is  to  establish  routine  nutrition  screening  and  intervention  to  reduce 
the  rate  of  malnutrition  among  the  elderly  and  all  segments  of  society. 

Prevalence  of  Malnutrition  Among  the  Elderly 

Over  the  past  decade,  it  has  become  increasingly  clear  that  inadequate  nutritional  intake 
and  malnutrition  is  a  problem  for  many  older  Americans.  Using  widely  accepted  criteria,  a 
substantial  proportion  of  older  Americans  have  dietary  intakes  or  diseases  that  place  them  at 
high  risk  of  malnutrition.  Recent  studies  document  that  many  Americans  consistently  fail 
to  consume  even  the  minimal  recommended  servings  of  fruits  and  vegetables.  Only  13 
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percent  of  adults  aged  55  to  74  years  consumed  these  minimums.  Intakes  of  lowfat  milk 
products  and  other  foods  recommended  for  optimal  health  are  often  inadequate  as  well. 

Furthermore,  a  report  of  the  U.S.  House  of  Representatives  Committee  on  Education 
and  Labor  stated  that  "85%  of  the  older  population  have  one  or  more  chronic  conditions 
that  have  been  documented  to  benefit  from  nutrition  interventions."   Some  of  the  most 
common  conditions  include:  hypertension,  diabetes  mellitus,  renal  disease,  heart  disease, 
osteoporosis,  and  chronic  gastrointestinal  conditions. 

Many  older  Americans  do  not  have  access  to  the  basic  foods  necessary  for  a  healthy 
diet.  A  study  conducted  by  the  Urban  Institute  revealed  that  more  than  1.5  million  elderly 
say  "yes"  when  asked  if  they  have  experienced  at  least  1  of  4  indicators  of  food  deprivation 
in  the  past  6  months.  And  more  than  400,000  say  "yes"  when  asked  if  they  have  skipped 
meals  in  the  last  month  because  they  had  no  food  available  and  no  money  or  food  stamps 
to  buy  food.  The  prevalence  of  food  deprivation  among  the  elderly  underscores  the  need 
for  a  widely  distributed  and  well-funded  nutrition  screening  program.   It  seems  obvious  that 
in  order  to  address  malnutrition,  we  must  locate  those  who  are  at  risk  and  use  the  most 
cost-effective  strategies  to  treat  them. 

In  a  survey  commissioned  by  the  Nutrition  Screening  Initiative  and  reported  in  the 
media,  a  national  sample  of  doctors  said  that  one  quarter  of  their  elderly  patients  suffer 
from  malnutrition.  Among  hospitalized  elderly  patients,  the  rate  of  malnutrition  was  even 
higher  -  as  much  as  half  of  this  group  was  estimated  to  be  malnourished.   Among  the 
nursing  home  residents  and  home  care  recipients,  doctors  and  administrators  estimated  that 
the  rate  of  malnourishment  was  50%  and  44%  respectively. 

These  high  rates  of  malnutrition  should  be  a  giant  red  flag  to  health  care  and  long-term 
care  policymakers  because  malnourished  older  Americans  get  more  infections  and  diseases, 
their  injuries  take  longer  to  heal,  surgery  on  them  is  riskier,  and  the  hospital  stays  are 
longer  and  more  expensive. 

Cost  Effectiveness  of  Screening  and  Treatment 

Preliminary  studies  have  indicated  that  malnourished  patients  compared  to  well- 
nourished  patients: 

take  40%  longer  to  recover  from  an  illness; 

have  two  to  three  times  more  complications; 

have  hospital  stays  that  are  90%  longer  and  $5,000  more  costly  per  medical 
patient  and  $10,000  more  costly  per  surgical  patient;  and 

•         are  readmitted  to  hospitals  earlier  and  more  frequently. 

These  early  findings  should  guide  and  focus  our  research  efforts  toward  verification  and 
quantifying  of  the  prevalence  of  malnutrition  in  the  growing  elderly  population,  and 
development  of  information  regarding  the  most  effective  and  cost-saving  interventions. 

Detecting  Malnutrition 

To  help  identify  at-risk  elderly,  the  Nutrition  Screening  Initiative  has  developed  and 
distributed,  free  of  charge,  a  checklist  to  help  individuals  determine  if  they  are  at  risk  of 
malnutrition.    It  is  a  simple  self-test  that  requires  individuals  to  indicate,  for  example,  if 
they  eat  fewer  than  two  meals  per  day,  how  often  they  eat  alone,  if  they  don't  have  enough 
money  to  buy  the  food  they  need,  and  whether  they  have  tooth  and  mouth  problems  that 
make  eating  difficult,  all  signs  that  they  may  be  at  risk  of  malnutrition.  This  checklist  has 
been  distributed  to  over  a  million  doctors,  nurses,  and  other  health  service  providers  all 
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over  the  country  to  promote  awareness  of  the  causes  of  malnutrition.  The  Nutrition 
Screening  Initiative  is  also  distributing  more  precise  tools  to  be  used  by  health  care 
professionals  to  assess  levels  of  malnutrition  and  to  guide  interventions  to  prevent  and  treat 
nutrition-related  health  problems. 

Research  Agenda 

Before  further  public  health  measures  can  be  taken  to  address  malnutrition  among  the 
elderly,  scientists,  clinicians,  and  policy  makers  have  asked  for  in-depth  information  on 
such  research  topics  as: 

•  gender  differences  in  the  metabolism  of  macro-  and  micro-nutrients  in  the 
healthy  older  person  and  in  the  malnourished  individuals; 

•  the  validity  of  nutritional  assessment  tools  and  criteria; 

•  the  effects  of  nutritional  supplements  on  the  malnourished  older  person  to 
determine  their  impact  in  acute  and  chronic  situations;  and 

the  efficacy  and  cost-effectiveness  of  screening  for  malnutrition  in  a  variety  of 
settings  —  free  living,  hospitalized,  and  long-term  care  elderly  populations. 


Historical  Perspective  of  Research  Support 

Mr.  Chairman,  in  1993,  this  committee's  appropriations  bill  provided  $1.5  million  for 
the  National  Institute  on  Aging  to  conduct  research  on  the  efficacy  and  cost  effectiveness  of 
nutrition  screening  and  intervention  activities,  and  on  the  extent  of  malnutrition  and  related 
disorders  in  the  elderly  population.  The  National  Institutes  of  Health  Revitalization  Act  of 
1993  authorized  this  research,  and  the  1994  appropriations  bill  reiterated  the  Committee's 
interest  in  "in  the  research  focus  of  NIA  regarding  malnutrition  among  the  elderly  and  the 
special  role  of  nutrition  in  assisting  in  the  recovery  of  hospitalized  elderly  patients."  This 
language  was  included  in  the  House  report  as  well. 

Although  the  NIA  has  been  extremely  busy  with  many  urgent  research  projects, 
including  the  Women's  Health  Initiative,  on  July  29,  1994,  NIA  published  a  program 
announcement  to  encourage  research  into  the  extent,  causes,  and  potential  interventions  in 
malnutrition  in  the  elderly.  Today,  we  are  asking  the  committee  to  restate  its  commitment 
to  the  priority  use  of  funding  for  this  research  in  the  fiscal  year  1996  appropriations  bill. 
This  research  will  add  critical  empirical  data  to  our  understanding  of  malnutrition  among 
the  elderly  and  the  most  effective  interventions  for  preventing  and  treating  it. 

Conclusion 

The  level  of  malnutrition  among  America's  older  adults  is  not  only  unacceptable,  it  is 
preventable.   We  believe  that,  with  the  findings  from  the  authorized  NIA  research,  we  can 
keep  people  out  of  nursing  homes  and  hospitals  and,  when  they  do  become  ill,  we  can  help 
them  recover  faster.  But  we  need  to  get  this  research  started  as  soon  as  possible  with 
funding  designated  in  fiscal  year  1996. 

Mr.  Chairman,  as  you  know,  our  nation's  population  is  growing  older.  Without 
fundamental  changes,  that  group,  which  now  makes  up  13%  of  the  total  population  but 
consumes  36%  of  all  health  care  dollars,  will  require  more  health  care  resources.  We  must 
do  more  to  keep  older  Americans  healthy  and  out  of  expensive  acute  and  chronic  care. 

Nutrition  screening  provides  a  systematic  method  to  identify  those  at  risk  and  to  employ 
the  necessary  range  of  social,  economic,  dietary,  and  medical  interventions  to  prevent 
malnutrition.    With  the  appropriate  scientific  research,  medical  interventions,  and  social 
action,  malnutrition  and  its  consequences  can  be  addressed  and  eliminated. 
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STATEMENT  OF  THE  PAGET  FOUNDATION 

The  Paget  Foundation  for  Paget's  Disease  of  Bone  and  Relate 
Disorders  supports  the  statement  submitted  on  our  behalf  by  the  National 
Coalition  for  Osteoporosis  and  Related  Bone  Diseases.(enclosed). 

Paget's  disease  of  bone,  the  second  most  prevalent  bone  disease  after 
osteoporosis,  affects  our  geriatric  population,  causing  pain,  disability  and 
deformity  for  those  who  are  affected  severely.  The  cause  or  causes  of 
Paget's  disease  are  not  known,  and  future  generations  of  Paget's  disease 
sufferers  depend  on  NIH  sponsored  research  to  determine  these  causes.  The 
only  way  that  the  pain  and  suffering  as  well  as  the  costs  of  this  disease  will 
be  diminished  is  by  the  appropriation  of  adequate  federal  research  funds. 

We  are  fully  aware  of  the  severe  constraints  placed  on  the 
appropriations  process  for  Fiscal  Year  1996,  but  we  ask  that  the 
subcommittee  strongly  consider  providing  all  or  part  of  the  $40,000,000  for 
bone  disease  research  which  was  included  in  the  1993  NIH  Revitalization 
Act. 

The  Paget  Foundation  greatly  appreciates  the  support  of  the 
subcommittee  in  previous  years,  and  will  be  very  grateful  for  your 
consideration  of  additional  funding  for  those  NIH  institutes  which  address 
Paget's  disease  of  bone  as  well  as  all  other  bone  diseases: 

The  National  Institute  on  Arthritis  and  Musculoskeletal  and  Skin 
Diseases  (NIAMS)  -  the  lead  institute. 

The  National  Institute  of  Diabetes  and  Digetive  and  Kidney 
Diseases(NIDDK); 

The  National  Institute  on  Aging  ( NIA); 

The  National  Institute  of  Dental  Research  (NIDR). 

Mr.  Chairman  and  members  of  the 
Subcommittee,  this  Statement  is  submitted  on  behalf  of 
the  National  Coalition  for  Osteoporosis  and  Related 
Bone  Diseases.  We  very  much  appreciate  the 
opportunity  to  submit  our  comments  on  the  FY  1996 
Labor,  HHS  and  Education  Appropriations  bilL 

The  National  Coalition  for  Osteoporosis  and 
Related  Bone  Diseases  (the  Coalition)  consists  of  four 
organizations:  The  National.  Osteoporosis  Foundation; 
The  American  Society  for  Bone  and  Mineral  Research; 
The  Paget  Foundation;  and  The  Osteogenesis 
Imperfecta  Foundation.  Together  these  organizations 
represent  the  millions  of  women,  men  and  children  who 
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suffer  from  bone  diseases  and  the  physicians,  dentists 
and  scientists  that  perform  the  basic  and  clinical 
research  for  these  diseases.  Each  year,  osteoporosis, 
Paget's  disease,  and  osteogenesis  imperfecta,  among 
other  bone  diseases,  strike  30  million  Americans  and 
cause  loss-of  independence,  disability,  pain,  and  death. 
The  annual  cost  of  acute  and  long-term  care  is 
estimated  to  be  $20  billion.  As  the  population  ages, 
these  costs  are  expected  to  increase  to  more  than  $60-80 
billion  by  the  year  2020.  Without  intervention  now, 
these  diseases  will  drive  the  cost  of  acute  and  long-term 
care  well  into  the  next  century  and  overwhelm  any 
effort  to  contain  health  care  costs. 

Bone  diseases  affect  women,  men  and  children 
of  all  ages.  From  infancy  to  old  age,  these  diseases 
profoundly  alter  the  quality  of  life  for  millions  of 
Americans.  Osteoporosis,  the  leading  bone  disease, 
disproportionately  affects  women.  Of  the  25  million 
Americans  with  osteoporosis,  80%  are  women.  Each 
year,  osteoporosis  leads  to  more  than  1.5  million  bone 
fractures,  typically  of  the  hip  and  spine,  although  any 
bone  can  be  affected.  The  consequences  of  osteoporosis 
include  pain,  disability,  deformity,  and  death. 

One  in  two  women  and  one  in  eight  men  are  at 
risk  in  suffering  a  fracture  due  to  osteoporosis.  A 
woman's  risk  of  developing  an  osteoporosis-related  hip 
fracture  is  equal  to  her  combined  risk  of  developing 
breast,  uterine  and  ovarian  cancer. 

While  osteoporosis  can  be  prevented  and 
treated,  there  is,  as  yet,  no  cure.  Prevention  is  the  only 
way  to  avoid  osteoporosis  and  its  debilitating  fractures. 

Paget's  disease  of  the  bone,  is  a  chronic 
disorder  which  results  in  enlarged  and  deformed  bones 
in  one  or  more  regions  of  the  skeleton.  Excessive  bone 
breakdown  and  formation  causes  the  bone  to  be  dense 
but  fragile.  Paget's  disease  is  most  common  in 
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Caucasian  people  of  European  decent,  but  it  also  occurs 
in  African  Americans.  Paget's  disease  is  rarely 
diagnosed  in  people  under  age  40,  but  may  occur  in  up 
to  3%  of  the  American  population  over  age  60.  Both 
men  and  women  are  affected. 

Osteogenesis  imperfecta  is  a  genetic  disorder 
characterized  by  fragile  bones  which  fracture  easily, 
often  from  no  apparent  cause.  A  severely  affected  child 
begins  fracturing  before  birth.  A  mildly  affected  person 
may  not  realize  that  she  has  the  disorder  until  she  has 
a  child  who  is  more  severely  affected. 

Osteogenesis  imperfecta  can  cause  hundreds  of 
fractures  in  a  lifetime,  as  well  as  hearing  loss,  short 
stature,  skeletal  deformities,  breakable  teeth,  weak 
muscles,  and  respiratory  difficulties.  Use  of  crutches  or 
wheelchairs  for  mobility  is  common. 

It  is  estimated  that  approximately  40,000 
people  in  the  United  States  have  osteogenesis 
imperfecta.  This  disease  affects  people  of  all  ages,  races 
and  both  sexes. 

Bone  disease  has  never  received  adequate 
medical  research  funds.  The  major  reason  for  this  lack 
of  research  attention  is  due  to  the  general  lack  of 
attention  to  women's  diseases.  Also,  the  lead  institute 
charged  with  the  responsibility  for  conducting  research 
on  osteoporosis  is  a  young  institute  which  came  into 
being  at  a  time  of  severe  federal  cutbacks  and  funding 
for  research.  That  institute,  the  National  Institute  of 
Arthritis  and  Musculoskeletal  and  Skin  Diseases,  has 
never  received  adequate  funding  to  carryout  its 
mission.  Over  the  last  three  years,  NIAMS  has  been 
able  to  fund  only  19%  of  the  high  quality  grant  request 
it  receives,  whereas  the  overall  NIH  average  is  almost 
27%.  This  means  that  outstanding  scientific  oppor- 
tunities to  increase  our  understanding  and  treatment  of 
bone  disorders  are  being  lost,  and  young,  talented 
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investigators  are  hesitating  to  follow  careers  in  bone 
research.  As  a  result,  osteoporosis,  Paget's  disease  and 
osteogenesis  imperfecta  continue  to  be  under- 
researched.  While  NIAMS  should  be  commended  for 
the  excellent  and  far-reaching  bone  disease  research  it 
has  conducted,  there  is  little  doubt  that  the  institute 
could  do  so  much  more  with  additional  funding. 

Much  clinical  and  laboratory  work  needs  to  be 
done  in  order  to  understand  the  pathology  of  these 
diseases  and  to  find  ways  to  prevent,  treat,  and  cure 
them.  Support  for  funding  for  NIH  is  critical  to  the 
progress  being  made  by  physicians  and  basic  scientists 
whose  work  and  research  are  dedicated  to  under- 
standing the  molecular  and  cellular  basis  of  skeletal 
diseases  which  should  eventually  lead  to  new  strategies 
for  their  prevention  and  treatment.  Investment  in 
research  today  can  save  billions  of  dollars  in  treatment 
in  the  future. 

There  are  major  questions  that  must  be 
addressed  if  we  are  to  bring  these  diseases  under 
control.  For  example,  how  to  build  new  bone  rather 
than  merely  retarding  bone  loss  (an  essential  element 
in  developing  a  cure  for  osteoporosis);  how  to  address 
the  growing  issue  of  osteoporosis  in  men  and  young 
women;  how  to  better  understand  the  basic  cellular 
mechanism  for  which  bone  remodeling  is  controlled; 
how  to  define  the  role  of  factors  produced  by  cells  of  the 
immune  system  in  maintaining  bone  integrity  and 
determine  if  osteoporosis  results  from  abnormalities  in 
their  production.  The  keys  to  answering  these 
questions  and  bringing  these  diseases  under  control  will 
only  be  discovered  through  a  rigorous  program  of 
medical  research. 

On  behalf  of  the  millions  of  Americans  who 
suffer  from  these  debilitating  diseases,  we  request  that 
your  subcommittee  provide  additional  funding  to 
NIAMS  to  expand  and  intensify  the  research  on  bone 
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disease.  We  also  request  additional  funding  for  the 
other  institutes  at  NIH  which  conduct  bone  disease 
research:  the  National  Institute  of  Diabetes  and 
Digestive  and  Kidney  Diseases,  the  National  Institute 
on  Aging,  and  the  National  Institute  of  Dental 
Research.  In  1993  Congress  approved  $40  million  in 
new  funding  for  bone  disease  research  in  the  NIH 
Revitalization  Act.  Unfortunately,  Congress  has  never 
appropriated  the  funds  for  this  authorization.  We  ask 
that  you  consider  providing  this  additional  funding,  or 
some  portion  thereof,  in  your  FY  96  appropriations  bill. 
We  ask  that  you  do  so  this  year  in  order  to  send  a  signal 
to  the  millions  of  Americans  who  suffer  from  bone 
disease  that  Congress  recognizes  the  dire  need  to  step 
up  the  research  in  this  area.  Without  this  specific 
support,  these  diseases  will  swamp  the  overburdened 
health  care  system  and  render  fruitless  any  effort  to 
implement  cost  containment  strategies. 

Please  do  all  that  you  can  to  provide  additional 
research  funding  for  these  diseases.  Investment  in 
further  research  on  bone  disease  will  lead  to  greater 
understanding  of  the  diseases  and,  especially,  how  to 
prevent  them  and  how  to  treat  them  once  they  have 
developed.  In  fact,  there  are  many  scientists  and 
researchers  who  work  in  these  fields  who  believe  that  it 
is  within  our  power  to  eliminate  these  diseases  as  a 
public  health  problem.  This  subcommittee  can  take  an 
important  step  toward  these  goals  by  approving 
additional  funding  for  the  1996  appropriations  bill  to 
increase  bone  disease  research. 


STATEMENT  OF  DAN  LARSON,  PRESIDENT  AND  JARED  GRANTHAM, 
M.D.,  CHAIRMAN,  THE  POLYCYSTIC  KIDNEY  DISEASE  FOUNDATION 

PKD  is  not  selective;  it  strikes  both  children  at  birth  (which  is  usually 
fatal)  and  adults  in  the  prime  of  life,  both  male  and  female.  With  PKD, 
hundreds  of  fluid-filled  cavities  or  cysts  form  in  the  kidneys,  disrupting  the 
kidney's  ability  to  perform  its  function  of  removing  harmful  toxins  from  the 
body.  The  liver,  heart,  brain,  colon,  pancreas  and  abdomen  may  also  be 
affected  and  lethal  aneurysms  can  form  in  strategic  blood  vessels. 
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In  the  majority  of  cases,  PKD  produces  end  stage  renal  disease, 
requiring  dialysis  or  kidney  transplantation  to  survive.  Although  it  is  true  that 
these  therapies  are  lifesaving,  they  certainly  are  not  curative,  and  many  people 
suffer  from  numerous  life-threatening  complications  associated  with  these 
treatments. 

Since  the  Federal  Government  picks  up  nearly  all  of  the  costs  for  dialysis  and  kidney 
transplantation,  it  is  clear  an  effective  treatment  of  PKD  (not  to  mention  a  cure)  would  yield 
more  than  a  billion  dollars  annually  in  savings  for  the  taxpayer. 

Great  progress  has  recently  been  made  toward  an  effective  treatment  and  ultimate  cure 
of  PKD.  Research  into  polycystic  kidney  disease  has  become  a  priority  at  the  National 
Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK)  of  the  National  Institutes 
of  Health,  in  the  last  few  years.  This  is  in  large  part  due  to  scientific  advances  and 
Congressional  support.  This  initial  investment  has  been  amply  justified  by  the  resultant 
research  breakthroughs. 

Investigators  working  in  this  area  have  identified  and  cloned  the  gene  responsible  for 
90%  of  PKD.  The  gene  has  now  been  fully  sequenced,  and  the  protein  it  produces  has  been 
isolated.  Researchers  have  also  isolated  the  gene  related  to  the  Recessive  form  of  PKD 
which  affects  primarily  children. 

Due  to  momentous  research  breakthroughs  in  just  the  last  10  months,  we  hope  the 
Committee  will  understand  that  PKD  research  does  truly  represent  an  unusual  and  authentic 
investment  opportunity.  The  establishment  of  two  (2)  Interdisciplinary  Basic  Research 
Centers  dealing  with  progressive  renal  disease,  with  special  emphasis  on  polycystic 
kidney  disease,  this  year  would  return  a  savings  of  hundreds  of  millions  annually  in 
future  years,  as  well  as  preclude  much  suffering  and  countless  premature  deaths. 

We  urge  you  and  the  Committee  to  continue  the  support  of  the  NIDDK  and  pray  that 
the  Committee  will  find  a  way  to  fund  this  important  effort  accordingly. 


STATEMENT  OF  RALPH  E.  POWE,  CHAIRMAN,  COALITION  OF  EPSCoR 

STATES 

Mr.  Chairman: 

I  am  Ralph  Powe,  Vice  President  for  Research  at  Mississippi  State  University  and 
Chairman  of  the  Coalition  of  EPSCoR  States.  I  am  submitting  this  statement  on  behalf  of  the 
nineteen  state1  designated  by  the  National  Science  Foundation  as  eligible  to  participate  in  the 
Experimental  Program  to  Stimulate  Competitive  Research.  The  Coalition  requests  the 
Subcommittee  to  support  increased  funding  for  the  Institutional  Development  Award  (IDeA) 
program,  the  EPSCoR  program  at  the  National  Institutes  of  Health. 

EPSCoR 

The  purpose  of  the  EPSCoR  initiative  is  to  increase  the  competitiveness  of  research 
programs  in  those  states  historically  receiving  the  smallest  amounts  of  federal  research  and 
development  funding.  This  can  best  be  accomplished  by  identifying  faculty  members  and  programs 

1  Alabama,  Arkansas,  Idaho,  Kansas,  Kentucky,  Louisiana,  Maine,  Mississippi,  Montana,  Nebraska, 
Nevada,  North  Dakota,  Oklahoma,  South  Carolina,  South  Dakota,  Vermont,  West  Virginia,  Wyoming,  and 
the  Commonwealth  of  Puerto  Rico. 
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which  are  near  a  level  of  national  competitiveness  but  have  not  yet  quite  achieved  that  goal. 
EPSCoR  is  an  investment  intended  to  move  those  individuals  and  programs  to  a  level  where  they 
can  make  substantive  contributions  to  the  nation's  research  program  and  contribute  significantly 
to  human  resources  development. 

States  that  traditionally  have  not  received  a  significant  share  of  federal  research  and 
development  funding  frequently  have  barriers  to  research  that  impede  the  progress  of  good 
scientists  and  limit  their  ability  to  compete  for  funds.  Barriers  to  research  in  states  with  limited 
funding  bases  may  include  inadequate  resources  in  a  number  of  categories  identified  by  the 
EPSCoR  Committee  of  a  state.  Examples  of  typical  barriers  include:  equipment,  funding  for 
graduate  students,  opportunities  for  interdisciplinary  research,  opportunities  for  cooperative 
activities  with  scientists  within  the  same  discipline,  research  time,  technical  support,  funding  for 
travel,  seminar  series,  and  other  development  activities. 

Until  a  state's  barriers  can  be  addressed  in  such  a  way  as  to  effect  change,  there  is  no 
strong  research  infrastructure  to  encourage  and  support  ongoing  research.  For  these  reasons  an 
EPSCoR  program  should  specify  broad  areas  in  keeping  with  an  agency's  mission,  but  the  state 
EPSCoR  Committee  should  be  able  to  deterrnine  the  scientific  research  which  it  will  propose  and 
budget  new  funds  where  needed. 

EPSCoR  in  Mississippi 

The  State  of  Mississippi  has  a  vigorous  EPSCoR  program  The  Mississippi  Research 
Consortium,  the  State's  EPSCoR  Committee,  has  adopted  five  objectives  for  the  development  of 
EPSCoR  projects  in  Mississippi.  These  objectives  are:  (1)  to  establish  a  research  agenda  that 
gives  direction  to  present  EPSCoR  research  components  and  provides  necessary  support  for  their 
growth;  (2)  to  create  a  critical  mass  of  scientists  by  implementing  inter-disciplinary  links,  thereby 
addressing  identified  barriers  to  research  through  the  sharing  of  resources;  (3)  to  strengthen  the 
scientific  community  by  working  with  other  on-going  programs  and  by  stimulating  the  human 
resource  pool  in  the  state  to  become  actively  involved  in  the  research  and  education  process;  (4) 
to  expand  the  EPSCoR  model  to  other  areas  of  research  in  the  state  to  assist  near- competitive 
researchers  in  other  disciplines;  and  (5)  to  establish  technology  transfer  to  appropriate  user  groups 
by  developing  stronger  research  links  with  other  research  communities  and  by  creating 
mechanisms  for  commercial  linkages  for  support  of  university-based  research. 

The  Mississippi  EPSCoR  program  has  been  a  stimulus  for  scientific  research  and 
education  in  our  State.  EPSCoR,  as  initiated  by  the  National  Science  Foundation,  has  helped 

Mississippi  to: 

-  form  a  critical  mass  of  scientists  to  ensure  competitive  research  within  our  universities; 

-  provide  the  Mississippi  Research  Consortium  with  the  tools  to  lead  our  State's  research 
infrastructure  initiatives; 

-  strengthen  research  and  institutional  interactions  within  the  State  as  well  as  enhanced 
activities  with  federal  agencies; 

-  expand  the  consortium  to  link  with  other  State  institutions  to  provide  opportunities  in 
encouraging  the  development  of  human  resources. 

IDeA 

Mr.  Chairman,  NIH  submitted  a  "Plan  to  Strengthen  the  Competitiveness  of  Selected 
States  for  Research  Funding"  in  1991  at  the  request  of  this  Subcommittee.  Last  year,  Congress 
passed  the  NIH  Revitalization  Act  (P.L.  103-43)  which  directed  NIH  to  establish  a  program  to 
enhance  the  competitiveness  of  biomedical  researchers  in  states  with  historically  low  success 
rates.  As  a  result,  NIH  established  an  EPSCoR-like  program  called  the  institutional  Development 
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Award  (IDeA)  at  the  National  Center  for  Research  Resources.  The  IDeA  program  is  a  merit- 
based,  peer  reviewed  program  intended  to  broaden  the  geographical  distribution  of  NIH  funding 
for  biomedicalftehavioral  research.  Primary  goals  of  the  IDeA  program  are  to  enhance  the 
competitiveness  of  research  institutions  in  IDeA  eligible  states  for  NIH  funded  grants  and  to 
increase  the  probability  of  long-term  growth  of  NIH  competitive  funding  to  investigators  at 
institutions  from  these  eligible  states.  The  program  is  similar  to  the  EPSCoR  program  initiated  by 
the  National  Science  Foundation. 

In  FY93,  six  one-year  awards  were  made  for  a  total  of  $750,000.  Seven  two-year  awards 
were  made  in  response  to  a  solicitation  in  FY94  and  will  extend  through  FY95.  Approximately 
10  new  competitive  awards  are  budgeted  for  FY96. 

In  order  to  build  the  medical  and  biotechnical  research  environment  on  both  institutional 
and  state-wide  levels,  NCRR  has  encouraged  participants  in  the  IDeA  program  to  propose 
innovative  research  activities  that  will  stimulate  sustainable  improvements  in  the  capacities  of 
institutions  in  eligible  states  to  compete  successfully  for  NIH  funds  and  will  result  in  enhanced 
research  competitiveness  of  the  institutions  in  future  years.  Examples  of  activities  include: 
development  of  infrastructure  necessary  for  multidisciplinary  approaches  for  conducting  broad- 
based  research;  faculty  development;  and  mentoring  of  junior  faculty  as  they  participate  in 
research  projects.  One  specific  example  of  how  IDeA  can  benefit  a  state's  biomedical  research 
efforts  can  be  found  in  Nevada. 

The  State  of  Nevada  has  used  NIH  IDeA  funds  to  build  the  infrastructure  of  the  School  of 
Medicine  at  the  University  of  Nevada,  Reno.  These  funds  purchased  a  high-rate  camera  (1,000 
full  frames  per  second)  which  is  now  operational.  The  imaging  system  has  capabilities  that  are 
found  nowhere  else.  This  equipment  is  so  unique,  when  the  Chairman  of  the  Physiology 
Department  at  McGill  University  in  Montreal  heard  about  it,  he  and  a  graduate  student  arranged 
for  a  two-week  visit  to  study  the  propogation  of  arrhythmias  in  cardiac  cells.  This  equipment  is 
also  a  center-piece  for  the  new  Graduate  Program  in  Biomedical  Engineering  with  culmination  in 
a  Master  of  Science  and/or  Doctor  of  Philosophy  degree. 

The  Mississippi  Research  Consortium,  which  oversees  the  EPSCoR  program  in 
Mississippi,  is  very  interested  in  this  round  of  competition.  Our  objective,  which  is  achieving 
sustainable  improvements  in  the  biomedical  research  environment  at  our  four  research 
universities,  will  be  aided  by  using  IDeA  funding  for  a  concerted  plan  of  faculty  development  that 
involves  the  acquisition  of  specific  technologies  applicable  to  research  in  infectious  diseases. 

The  Coalition  of  EPSCoR  States  commends  the  Subcommittee  and  NIH  for  providing 
funding  to  enable  NCRR  to  continue  the  implementation  of  the  IDeA  program  to  strengthen 
research  competitiveness  in  designated  states.  The  Coabtion  endorses  the  Subcommittee's  past 
directive  to  NIH  that  all  planning  proposals  and  institutional  development  award  applications  be 
submitted  through  the  state  EPSCoR  Committees  because  we  agree  that  these  state-based 
improvement  mechanisms  are  essential  to  the  success  of  any  EPSCoR  program  Likewise,  we 
agree  that  it  is  essential  for  the  National  Institutes  of  Health  to  work  closely  with  the  National 
Science  Foundation  in  implementing  this  program 

The  Coalition  notes  that  the  1991  NIH  report  proposed  a  more  vigorous  program  NIH 
proposed  that  the  appropriate  funding  level  for  this  program  in  its  first  year  should  be  $2  million, 
and  $15  million  in  its  second  year.  This  Subcommittee  was  instrumental  in  directing  NIH  to 
allocate  $1.5  million  for  IDeA  in  its  first  two  years.  In  order  to  restore  this  program  to  the 
vigorous  level  of  participation  initially  recommended,  the  Coalition  of  EPSCoR  States 
recommends  that  the  Subcommittee  provide  $20,000,000  to  NCRR  in  FY  1995  for  the  IDeA 
program 

The  Mississippi  EPSCoR  program  is  breaking  new  ground  by  bringing  together  scientists 
and  academics  at  our  universities  and  colleges.  The  NLH-EPSCoR  program  holds  great  potential 
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for  our  four  research  universities  and  for  the  Mississippi  Medical  Center.  This  is  an  exciting 
program  with  great  potential  benefit  for  states  such  as  Mississippi,  Arkansas,  Nevada,  North 
Dakota,  and  South  Carolina.  The  Coalition  of  EPSCoR  States  believes  it  will  produce  solid 
results  in  education  and  scientific  research  for  the  participating  states  and  the  Nation  as  a  whole. 

The  Coalition  appreciates  the  continued  leadership  of  the  members  of  the  Subcommittee. 
We  would  be  happy  to  provide  any  additional  information  you  may  need  to  evaluate  the 
Experimental  Program  to  Stimulate  Competitive  Research. 


STATEMENT  OF  THE  REGIONAL  PRIMATE  RESEARCH  CENTERS 

PROGRAM 

Chairman  Specter  and  members  of  the  Committee,  we  the  Directors  of  the  seven 
Regional  Primate  Research  Centers  thank  you  for  the  opportunity  to  submit  written 
testimony  to  be  included  in  the  official  hearing  record.  The  seven  Regional  Primate 
Research  Centers  are  located  across  the  nation,  each  affiliated  with  a  major  university. 
These  are:  The  University  of  California  at  Davis;  Emory  University;  Harvard  University; 
The  University  of  Oregon;  Tulane  University;  The  University  of  Washington;  and  the 
University  of  Wisconsin.  These  Centers,  established  by  Congress  in  1960,  are  supported 
by  the  National  Center  for  Research  Resources  of  the  National  Institutes  of  Health.  They 
are  our  nation's  single  major  resource  for  the  conduct  of  research  which  is  dependent  upon 
the  use  of  nonhuman  primates.  As  such,  they  serve  our  nation's  biomedical  research 
needs  in  an  unique  and  essential  fashion,  as  nonhuman  primates  are  in  many  cases  the 
only  appropriate  species  that  can  contribute  to  the  solution  of  human  health  and  societal 
problems.  Without  the  Regional  Primate  Research  Centers  Program  much  of  the  research 
dependent  upon  nonhuman  primates  simply  could  not  be  done. 

The  Regional  Primate  Research  Centers  serve  as:  1)  research  centers;  2) 
resources  to  the  biomedical  community  at  large;  and  3)  centers  of  primatoloqy. 

As  research  centers,  the  core  Faculties  of  the  Regional  Primate  Research  Centers 
are  conducting  basic  and  applied  research  on  major  health  problems.  These  include 
studies  on:  aging,  cardiovascular  disease,  osteoporosis,  organ  transplantation,  drug 
addiction,  Parkinson's  disease,  schizophrenia,  infertility,  birth  defects,  Lyme  disease, 
tuberculosis,  cancer,  hepatitis,  AIDS,  and  many  other  disorders.  These  research  programs 
address  basic  mechanisms  of  disease,  therapy  and  methods  of  prevention.  A  timely 
example  of  the  unique  ability  of  the  Regional  Primate  Research  Centers  to  respond  and 
contribute  to  our  nation's  health  needs  is  apparent  in  their  research  program  on  AIDS. 
When  AIDS  surfaced  in  the  early  1980's,  our  country  and  indeed  the  world  faced  a  new 
disease  for  which  we  were  largely  unprepared.  Aside  from  a  few  poorly  studied  diseases 
of  sheep  and  horses,  there  was  no  laboratory  model  system  in  place  from  which  to 
extrapolate.  Within  a  year  of  the  emergence  of  AIDS,  the  Regional  Primate  Research 
Centers  identified  a  comparable  disease  in  Asian  monkeys,  and  shortly  after  the  discovery 
of  HIV,  the  virus  which  causes  AIDS,  the  Centers  identified  a  comparable  virus  which  we 
termed  SIV  or  simian  immunodeficiency  virus.  This  virus  produces  a  disease  remarkably 
similar  to  AIDS  and  is  recognized  as  the  best  model  system  to  study  how  these  types  of 
viruses  cause  disease  and  how  we  might  combat  them.  Dr.  William  Paul,  Director  of  the 
Office  of  AIDS  Research,  NIH,  recently  stated,  "Since  no  truly  adequate  small  animal 
model  for  HIV  infection  and  AIDS  exist,  the  macaque  (an  Asian  monkey)  takes  on  a 
particularly  important  role"  and  "Primate  Research  must  play  a  central  role  in 
understanding  pathogenesis"  of  AIDS.  The  Regional  Primate  Research  Centers  are 
crucial  to  this  effort. 

Most  scientific  leaders  have  been  pessimistic  about  the  prospects  of  any  real  cure 
or  means  of  preventing  AIDS  surfacing  in  the  near  future.  Despite  extensive  study  with 
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HIV,  results  of  vaccine  approaches  have  been  disappointing.  None  has  proved  effective. 
Vaccine  development  programs  within  the  Regional  Primate  Research  Program  have, 
however,  provided  a  new  hope.  Using  the  SIV  model  system  a  live  attenuated  vaccine  has 
been  developed  which  appears  to  be  safe  and  1 00%  effective  in  preventing  infection  in 
monkeys.  It  has  been  described  "as  the  only  bright  light  for  the  future".  Further  studies 
are  required  to  determine  the  efficacy  of  this  vaccine  approach  for  use  in  human  beings, 
but  to  date  it  is  the  only  vaccine  developed  which  appears  to  be  highly  effective,  safe  and 
affordable.  The  nonhuman  primate  model  system  to  study  AIDS  and  the  development  of 
a  potential  vaccine  for  its  prevention  would  very  likely  not  have  occurred  without  the 
Regional  Primate  Research  Centers  Program. 

As  national  resources  the  seven  Regional  Primate  Research  Centers  are 
indispensable  to  over  1200  scientists  from  over  300  different  universities,  research 
institutes  and  laboratories  across  "the  country  whose  research  requires  nonhuman 
primates.  The  Centers  provide  these  investigators  essential  elements,  to  include 
nonhuman  primates,  scientific  and  technical  expertise,  materials  and  facilities  necessary 
for  primate  research.  These  scientists,  whose  research  missions  serve  all  of  the 
categorical  institutes  of  the  NIH,  depend  upon  the  Regional  Primate  Research  Centers  to 
conduct  important  biomedical  research  which  otherwise  could  not  be  pursued.  These 
investigators  are  addressing  such  diseases  as  diabetes,  blindness,  multiple  sclerosis, 
hypertension,  menopause,  infertility,  Alzheimer's  and  many  others.  The  scope  and 
diversity  of  their  research  and  the  number  of  institutions  served  stresses  the  importance 
of  the  resources  of  the  Regional  Primate  Research  Centers  to  the  national  biomedical 
research  effort.  In  addition  to  serving  investigators  on-site,  the  Centers'  tissue  distribution 
programs  director  more  than  10,000  specimens  per  year  to  laboratories  throughout  the 
country. 

As  centers  of  primatology  the  Regional  Primate  Research  Centers  house  the 
largest  and  most  diverse  collection  of  nonhuman  primates  in  the  world.  The  Centers 
provide  access  to  some  16,000  nonhuman  primates  representing  21  species,  that  have 
been  found  valuable  for  basic  biological  and  medical  research.  Many  of  the  species  are 
threatened  with  extinction,  embargoed  from  importation,  of  unique  genetic  background  or 
possess  other  distinctive  biologic  characteristics  which  makes  them  irreplaceable.  This 
resource  will  never  be  duplicated.  The  Centers  also  maintain  breeding  colonies  for  which 
much  of  the  biomedical  research  community  is  dependent.  The  Regional  Primate 
Research  Centers'  primatology  programs  also  contribute  to  our  understanding  of  these 
extraordinary  animals  with  respect  to  their  biology,  diseases  and  husbandry  requirements; 
knowledge  that  is  essential  for  their  preservation  and  judicious  use  in  biomedical  research. 

The  operating  budget  for  the  Regional  Primate  Research  Centers  has,  over  the 
past  few  years,  grown  meagerly,  not  grown  at  all,  and  in  some  years  actually  decreased. 
In  absolute  dollars,  the  budget  has  steadily  declined.  The  Centers  are  presently  operating 
on  a  budget  that  is  about  12  million  dollars  below  the  NIH-peer-reviewed  and  approved 
recommended  level  of  funding.  This  amounts  to  twenty  percent  below  recommended 
levels.  Budgetary  restrictions  has  led  each  of  the  Centers  to  reduce  the  scope  of  their 
research  programs,  eliminate  professional  and  support  staff,  and  abolish  some  colonies 
of  monkeys.  These  will  be  very  difficult,  if  not  impossible,  to  replace. 

America  cannot  afford  to  lose  the  opportunity  to  develop  methods  to  prevent  and 
treat  such  diseases  as  AIDS,  hepatitic  C  or  heart  failure.  We,  therefore,  urge  this 
Committee  to  carefully  review  funding  for  the  Regional  Primate  Research  Centers 
Program.  Without  increased  support  we  run  the  risk  of  loosing  this  opportunity.  We  also 
stress  to  this  committee  the  continued  need  for  new  construction  funds  for  the  Regional 
Primate  Research  Centers.  Construction  funds  have  not  been  awarded  to  any  of  the 
seven  Regional  Centers  since  their  creation,  over  thirty  years  ago.  Such  funds  are  critical 
if  the  Centers  are  going  to  stay  current  as  biomedical  research  institutions. 
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STATEMENT  OF  MRS.  ELLIOT  RICHARDSON,  CHAIRMAN  OF  THE 
BOARD,  READING  IS  FUNDAMENTAL,  INC. 

Reading  Is  Fundamental  (RIF)  appreciates  the  opportunity  to  offer  recommendations  on  the 
Inexpensive  Book  Distribution  Program  (IBDP),  Improving  America's  Schools  Act.  Title  X 
Part  E,  Sec.  10501.  RIF  operates  the  program  under  contract  to  the  Department  of  Education. 

The  country  is  focused  on  broad  systemic  change — change  that  includes  a  serious  examination 
of  the  Federal  government's  role  in  the  delivery  of  programs  and  services.  To  survive  such 
scrutiny,  programs  must  demonstrate  that  they  are  cost-effective,  efficient,  unique,  that  they 
meet  a  real  need,  and  that  they  are  best  conducted  on  a  nationwide  scale.  The  IBDP  is  all  of 
these  things. 

For  these  reasons,  Reading  Is  Fundamental  (RIF)  respectfully  recommends  a  Fiscal  '96 
appropriation  of  $10.3  million  for  the  Inexpensive  Book  Distribution  Program.  This 
represents  level  funding,  the  same  amount  appropriated  for  Fiscal  '95. 

\ 

The  IBDP  is  one  of  the  nation's  most  cost-effective  and  efficient  programs.  With  the  help  of 
168,677  unpaid  volunteers  working  in  more  than  15,000  locations,  the  RIF  Book  Program  is 
putting  books  and  reading  front  and  center  in  the  lives  of  more  than  3  million  children.  Local 
projects,  which  may  be  found  in  every  state,  Washington,  D.C.,  and  the  off-shore  possessions, 
receive  Federal  funds  only  for  books,  none  for  administration.  This  cost-effective  volunteer 
network  enables  the  RIF  Book  Program  to  make  major  contributions  to  children's  reading  and 
learning  at  a  remarkably  low  annual  cost  to  the  taxpayer:  only  $3.04  per  child  last  year. 

The  award-winning,  nationally  acclaimed  RIF/IBDP  program  provides  essential  ingredients  to 
children's  education:  the  motivation  to  read  and  learn  and  the  opportunity  to  have  books  at 
home — books  they  select,  take  home,  keep,  and  do  read.  All  too  often,  books  children 
receive  via  the  IBDP  are  the  only  books  in  their  homes. 

As  a  beneficiary  of  the  RIF  Book  Program  told  us  recently,  "/  got  the  book  I  was  wanting.  I 
couldn't  get  it  before  because  it  costed  $3.50  and  my  parents  didn't  have  the  money." 
Through  the  IBDP,  RIF  ensures  that  millions  of  children  will  have  access  to  the  basic  tools  of 
education — books  and  the  motivation  to  read  and  learn. 

National,  and  even  international  studies  document  that  the  most  proficient  readers,  across  all 
age  groups,  are  those  who  have  reading  materials  at  home,  who  read  for  pleasure,  and  who 
read  regularly.  There  is  increasing  evidence  these  same  factors — access  to  books,  reading  for 
pleasure,  and  reading  regularly — positively  affect  students'  abilities  in  science  and  math. 
Clearly,  skilled  readers  become  skilled  learners. 

The  RIF/Book  Program  is  the  one  nationwide  program  with  the  singular  purpose  of  getting 
reading  materials  into  children's  homes  permanently,  getting  them  to  read  often,  and 
motivating  them  to  "practice"  reading.  It  has  the  added  benefit  of  involving  parents  in 
children's  reading  and  engaging  communities  in  supporting  children's  education.  Fully  one- 
third  of  the  168.000  plus  RIF  volunteers  are  parents  of  the  children  served.  Thus  the  Book 
Program  is  a  potent  force  for  parental  involvement. 

Moreover,  RIF  has  a  capability  not  available  to  most  Federal  education  programs:  its  flexible, 
community-controlled  program  can  adapt  to  nearly  any  curriculum  or  child-oriented  service. 
And  RIF  can  take  the  program  to  the  children  wherever  they  are:  migrant  labor  camps, 
housing  projects,  juvenile  detention  centers.  Head  Start  and  Even  Start  centers,  hospitals, 
libraries  and  many  other  places,  in  addition  to  schools. 

This  very  flexibility  allows  RIF  to  work  directly  with  local  citizens  on  a  massive  scale  and 
with  no  intervening  bureaucracy.  Within  the  broad  parameters  of  the  IBDP,  local  citizens 
make  the  major  decisions  about  which  children  to  serve  and  what  methods  to  use  to  get 
children  to  read  and  continue  reading.  People  at  the  local  level  are  involved  in  the  planning 
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and  delivery  of  this  hands-on  program,  so  they  see  their  tax  dollars  directly  at  work  in  a 
tangible  way. 

The  1BDP/RIF  program  affords  local  citizens  a  unique  opportunity  to  make  significant  and 
meaningful  contributions  to  children's  reading  and  learning.  They  respond  with  extraordinary 
dedication. 

In  Harlem,  a  young  RIF  "alum"  who  had  just  graduated  from  Williams  College — and 
certainly  did  not  want  for  job  offers — chose  to  return  to  his  old  neighborhood  to  "give 
something  back"  by  helping  children  there.  He  works  with  local  children  in  a  RIF/IBDP 
program  and  recently  spent  a  week  of  his  own  time  stripping  floors,  assembling  furniture, 
painting,  and  transporting  books  to  turn  a  couple  of  rooms  at  Harlem  Hospital  into  reading 
rooms  for  some  very  sick  children. 

On  the  opposite  coast,  a  former  teacher — now  a  RIF  volunteer — rises  early  to  traverse  the 
riverbanks,  welfare  hotels,  and  abandoned  cars  to  get  homeless  families  to  send  their  children 
to  school.  She  talks  to  parents  about  the  importance  of  schooling  and  makes  it  more  enticing 
for  the  children  because  they  know  she  comes  bearing  RIF/IBDP  books.  Her  dedication  to 
children  and  families  is  total.  She  helps  children  with  their  reading  and  homework;  she  takes 
them  on  trips  that  expand  their  horizons,  and  she  works  with  their  parents.  She  wants  all  of 
them  to  know  there  is  a  better  world  than  the  limited  one  they  now  occupy,  a  world  into 
which  she  invites  them  with  books  and  her  own  commitment. 

Local  IBDP/RIF  volunteers  know  their  efforts  pay  off.  Reports  from  the  local  IBDP/RIF 
programs  consistently  verify  that  young  participants  in  the  Book  Program:  read  more 
frequently;  improve  their  reading  abilities;  use  the  library  more;  enjoy  increased  parent 
involvement  in  their  educations;  and  develop  improved  attitudes  toward  reading. 

These  are  all  vital  components  of  children's  education,  components  that  must  be  in  place  if 
young  people  are  to  grow  up  literate  and  assume  their  place  in  the  world  as  productive  and 
responsible  citizens. 

The  Book  Program  leverages  unprecedented  involvement  from  Americans  at  the  local  level. 
RIF  also  builds  on  Federal  funds  to  leverage  private  support  to  augment  the  Federal  Book 
Program.  Last  year,  for  example,  IBDP/RIF  reached  nearly  3.3  million  children  with  the 
Federal  investment  of  $3.04  per  child  while  RIF  and  the  local  book  projects  leveraged  an 
additional  $10.82  per  child  in  private  funds,  goods,  and  services. 

In  addition,  RIF  built  upon  the  foundation  of  the  IBDP  and  expanded  on  the  effective 
practices  local  IBDP  projects  to  develop  programs  targeted  for  some  of  the  nation's  children 
and  families  most  in  need  of  help — families  with  a  demonstrated  willingness  to  help 
themselves.  These  initiatives  are  funded  through  private,  non-governmental  sources,  leveraged 
by  and  built  upon  the  foundation  of  the  Book  Program.  They  include:  programs  to  train  Head 
Start  parents  to  operate  RIF  projects;  programs  for  young  families  that  enhance  the  reading 
capabilities  of  two  generations,  while  teaching  parents  how  to  bring  up  their  children  in  a 
reading  environment;  training  for  low-literacy  level  parents  in  adult  learner  programs  in  the 
variety  of  skills  needed  for  operating  a  RIF  project  for  their  children. 

All  of  these  programs  have  the  dual  advantage  of  training  the  parents  in  management, 
budgeting,  book  selection,  organization,  and  developing  creative  reading  incentive  activities 
while  at  the  same  time  aiding  them  with  practical  skills  to  bring  up  their  children  as  readers. 

The  IBDP  has  also  been  the  foundation  for  special,  privately-funded  RIF  programs  that  reach 
across  the  curriculum  and  bring  educational  "best  practices"  directly  into  the  classroom. 
Among  them:  special  intensive  reading  incentive  programs  for  first  graders  upon  entering 
school;  family  reading  rallies,  workshops  and  training  sessions,  attracting  in  excess  of  75,000 
participants;  annual  poster  and  at-home  reading  contests  that  provide  mid-winter  motivation  to 
young  readers  across  the  country;  reading  corners  and  books  for  both  parents  and  children  in 
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homeless  shelters;  a  series  of  guidance  booklets,  including  some  at  low  literacy  levels  and  in 
Spanish,  to  aid  parents;  and  a  supplemental  hands-on  science  program  that  links  scientific- 
discovery  and  books.  These  targeted  programs  and  materials  are  built  upon  the  expertise, 
insight,  and  momentum  gained  through  the  Inexpensive  Book  Program.  While  dependent  on 
the  foundation  the  IBDP  provides,  all  have  been  developed  and  disseminated  at  no  cost  to  the 
government. 

The  stable  foundation  of  the  Book  Program  has  also  enabled  RIF  to  develop  national 
partnerships  and  attract  invesUnents  of  time,  money,  and  in-kind  services  that  are  channeled 
directly  to  local  communities.  As  a  result  of  the  IBDP,  RIF  has  become  a  respected  partner  to 
some  of  the  nation's  most  prominent  corporations,  foundations,  and  service  organizations,  as 
well  as  those  institutions  most  involved  in  children's  education. 

A  few  of  the  groups  with  whom  RIF  has  formed  partnerships  to  benefit  families  and  children 
participating  in  the  IBDP  include:  Chrysler  Corporation,  Kiwanis  International,  PTOs  & 
PTAs,  Lions  Clubs,  Boys  &  Girls  Clubs,  Libraries,  Jaycees,  Even  Start,  local  businesses. 
Alpha  Kappa  Alpha,  Head  Start,  Rotary  Clubs,  and  others. 

These  partners,  and  many  more,  invest  in  RIF  because  the  RIF  Book  Program  is  a  sound  and 
time-tested  means  to  improve  the  quality  of  education  in  America.  RIF  is  able  to  offer  a 
program  of  sufficient  scope  and  impact  to  merit  these  many  broad-reaching  partnerships 
thanks  to  the  existence  of  the  Book  Program.  Thus,  the  IBDP  is  the  cornerstone  upon  which 
RIF  has  built  a  national  coalition  of  public  and  private  partners  committed  to  ensuring  that 
tomorrow's  leaders  have  the  opportunity  to  grow  up  reading  today. 

The  partnerships,  programs,  and  services  made  possible  by  the  IBDP  are  unique:  no  other 
agency  or  institution,  private,  state,  or  Federal  provides  services  comparable  to  the  Book 
Program.  Furthermore,  the  amalgam  of  programs,  services,  and  capabilities  that  is  the 
1BDP/RIF  program  is  only  possible  at  the  Federal/national  level. 

The  Book  Program  is  most  cost  effectively  carried  out  by  a  centralized  management  without 
which  it  would  be  so  broadly  dispersed  as  to  lose  its  efficiency  and  effectiveness.  RIF 
provides  a  streamlined  nationwide  delivery  system,  efficiently  bringing  books  and  services  to 
the  nation  at  a  low  cost  that  could  not  be  matched  through  alternative  mechanisms. 

Among  the  significant  benefits  of  national  management  is  RIF's  ability  to  negotiate,  on  a 
nationwide  scale,  discounts  and  services  from  book  suppliers  in  behalf  of  local  projects.  As  a 
result,  IBDP  funds  go  farther  and  serve  more  children.  Book  discounts  of  the  size  RIF  is  able 
to  secure  for  Book  Program  projects  could  not  be  negotiated  locale  by  locale — nor  could 
management  and  operations  costs  be  kept  so  low. 

Federal  funds  are  not  only  well-ste warded  through  the  centralized  management  of  RIF/IBDP, 
they  are  also  accounted  for  with  rigor.  RIF  is  regularly  audited,  sometimes  twice  a  year.  And 
in  all  the  years  it  has  operated  the  IBDP,  not  so  much  as  one  penny  of  Federal  funds  has 
gone  unaccounted  for.  In  addition,  RIF  provides  Congress  and  taxpayers  a  detailed  accounting 
of  the  local  programs  it  has  funded — where  they  operate,  the  number  of  children  they  serve, 
the  number  of  books  they  have  placed  in  children's  hands,  and  what  they  have 
accomplished — each  year. 

RIF  and  the  services  it  provides  through  IBDP  have  been  deemed  among  the  "top  20  most 
credible"  by  readers  of  the  Chronicle  of  Philanthropy,  have  been  named  one  of  the  top  15 
that  "Really  Helps  Kids"  by  Parents  magazine,  and  have  received  one  of  only  seven  A+ 
ratings  from  the  American  Institute  of  Philanthropy. 

RIF  also  assures  that  Federal  funds  are  carefully  managed  and  expended  only  as  is  intended. 
Federal  support  is  provided  to  local  groups  for  the  purchase  of  children's  books  only.  Local 
groups  must  cover  all  personnel,  operating,  and  other  costs.  And  all  local  programs  must  raise 
matching  funds  (except  migrant  programs  which  receive  full  funding  as  mandated  by  law). 
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In  addition,  Federal  monies  go  only  to  those  local  groups  that  could  not  otherwise  operate. 
Every  applicant  for  Federal  funding  is  asked  whether  the  applying  program  can  operate 
without  Federal  matching  book  funds.  Every  program  funded  by  RIF  must  have  a  clear  and 
demonstrable  need  for  Federal  matching  funds  in  order  to  receive  Federal  support  to  reach  the 
children  they  serve. 

At  no  time  in  RIF's  29  year  history  has  it  been  more  important  for  children  to  have  the 
chance  to  grow  up  literate.  In  an  increasingly  complex  and  information-driven  world,  we 
know  with  certainty  that  "what  was  a  satisfactory  level  of  literacy  in  1950  will  probably  be 
marginal  by  the  year  2000."  (Becoming  A  Nation  of  Readers)  The  IBDP  clearly  provides  what 
our  children  need  to  become  skilled,  fluent  readers  for  the  21st  century.  And  it  does  so  in  the 
most  cost-effective  and  efficient  way  possible. 

$10.3  MILLION  IS  A  SOUND  INVESTMENT  TOWARD  A  CRUCIAL  RETURN 

The  IBDP  is  a  sound,  cost-effective  program  that  succeeds  in  getting  young  people  to  read 
wherever  they  are.  IBDP/RIF  is  what  is  needed: 

To  get  young  people  to  read  more,  by  making  books  available,  and  by  encouraging  them 
to  want  to  read. 

To  create  a  climate  that  promotes  children's  literacy  in  homes,  schools,  and  communities. 
•     To  attract  the  levels  of  volunteer  and  corporate  support  necessary  to  sustain  a  national 
grassroots  commitment  to  children's  literacy. 

This  is  a  modestly  priced  program  that  brings  back  to  the  taxpayer,  and  the  nation,  dollar  for 
dollar,  and  child  by  child,  far  more  than  it  costs.  It  is  a  time-tested  program,  a  successful 
program,  one  that  offers  important  help  to  our  youngest  citizens,  one  which  local  citizens 
overwhelmingly  support  because  they  know  it  works. 

Above  all,  the  Inexpensive  Book  Distribution  Program  is  a  major — and  low-cost — part  of  the 
solution  to  one  of  this  nation's  most  urgent  and  compelling  challenges:  the  need  to  ensure  a 
literate  future  for  all  our  young  people. 

A  program  that  put  10,443,596  books  into  the  hands  of  3,299,780  children,  that 
involved  168,677  local  volunteers,  that  operated  in  15,744  locations  across  the  nation 
last  year — the  Inexpensive  Book  Distribution  is  a  big  program  with  a  small  price  tag. 

We  respectfully  request  that  the  Congress  continue  the  wise  investment  in  the  Book  Program, 
a  program  that  offers  this  nation  much  of  what  is  needed  to  build  a  literate  tomorrow,  by 
appropriating  $10.3  million  for  the  IBDP  for  Fiscal  Year  1996. 


STATEMENT  OF  RECORDING  FOR  THE  BLIND,  INC. 
INTRODUCTION 

Recording  for  the  Blind  (RFB)  respectfully  requests  this  Committee  to  recommend,  and  the 
Congress  to  appropriate,  $4.5  million  to  help  support  RFB's  services  to  blind  and  other  print 
disabled  students  for  FY  1996.  This  amount  is  the  same  we  requested  last  year,  and  is  just 
$900,000  more  than  the  amount  appropriated  for  FY  1995.  Funding  at  this  level  is  essential 
to  adequately  support  RFB's  continued  growth  in  service  and  its  leading  role  in  the  research 
and  development  into  new  technologies  for  making  information  accessible  to  individuals  for 
whom  standard  print  is  Of  little  or  no  use. 

RFB  is  the  nation's  primary  and  its  only  national  provider  of  accessible  educational  materials 
on  audio  tape  and  on  computer  disk.  As  such,  RFB  is  unique,  serving  as  a  model  for  private- 
public  sector  partnerships  and  operating  as  an  almost  wholly  volunteer  institution.  Indeed, 
RFB  stands  as  a  perfect  example  of  an  essential  (and,  since  1 975,  Congressionally  authorized) 
national  service  that  is  already  "privatized." 
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BACKGROUND 

Recording  for  the  Blind  is  a  largely  privately  supported,  nonprofit  organization  founded  in  1 948 
to  help  blinded  World  War  II  veterans  attend  college  under  the  Gl  Bill  of  Rights.  Up  until  that 
time,  few  blind  Americans  were  able  to  achieve  a  higher  education.  RFB  now  serves  blind, 
learning  disabled,  and  other  physically  disabled  children  and  adults  who  cannot  read  standard 
print  by  providing  educational  texts  and  professional  resources  in  accessible  formats.  RFB: 

•  Serves  students  in  all  50  states  and  the  District  of  Columbia  with 
specialized  texts  in  all  subjects  and  in  many  languages. 

•  Operates  the  world's  largest  library,  now  at  80,000  recorded 
educational  titles,  circulated  free-on-loan  to  students  at  all  grade 
levels,  and  to  business  and  professional  people. 

•  Is  truly  the  national  library  serving  the  educational  needs  of 
people  with  print  disabilities.  In  this,  RFB's  educational  collection 
complements  the  recreational  reading  collection  of  the  Library  of 
Congress'  Talking  Books  program. 

•  Uses  the  services  of  4,400  volunteers,  comprising  96  percent  of 
its  labor  force,  working  in  31  studios  nationwide  to  record  3,000 
new  titles  each  year. 

•  Will  distribute  this  year  over  220,000  copies  of  books  on  tape 
and  3,500  on  computer  disk  to  36,000  students  and 
professionals. 


RFB'S  RESEARCH  LEADS  TO  GROWTH 

Advances  in  computer  technology  have  greatly  expanded  access  to  information,  and  through 
its  electronic  text  (E-Text)  service,  RFB  leads  the  world  in  making  digital  text  materials 
accessible  to  print  disabled  individuals.  Through  this  newly  developing  system,  print  disabled 
users  can  read  books  on  computer  disk  using  synthesized  speech,  braille,  or  large  print.  RFB 
also  leads  an  initiative  to  bring  book  publishers  together  to  work  toward  standardizing 
computer  text  output.  RFB  will  be  consulting  with  Congress  to  examine  the  possible  statutory 
establishment  of  a  national  repository  for  standardized  electronic  text  distribution  to  schools 
and  institutions  throughout  the  country.  This  program  will  greatly  benefit  individuals  with 
print  disabilities,  as  well  as  state  departments  of  education  and  the  publishing  industry. 
Further,  RFB  is  actively  working  to  ensure  that  print  disabled  Americans  will  be  included  in  all 
aspects  of  the  emerging  National  Information  Superhighway. 

During  the  past  five  years,  demand  for  RFB's  services  has  increased  dramatically  -  a  jump  of 
50  percent  in  both  the  number  of  users  and  the  number  of  books  circulated.  To  help  meet 
this  increased  demand,  RFB  has  initiated  two  new  programs  to  make  more  material  available 
to  more  print  disabled  individuals  than  ever  before,  at  the  same  time  establishing  national 
standards  of  production  and  eliminating  duplication  of  effort:  (1)  a  program  to  distribute 
through  RFB's  national  network  many  of  the  materials  recorded  by  the  often  small  but 
significant  reading  and  taping  services  of  colleges  and  universities;  and  (2)  the  development 
of  a  cooperative  data  base  exchange  among  other  producers  of  accessible  materials  so  that 
print  disabled  individuals  with  a  personal  computer  and  modem  can  search  RFB's  catalog 
directly  and  order  books  online,  including  over  the  Internet. 

Clearly,  Recording  for  the  Blind  is  no  longer  merely  a  producer  and  distributor  of  taped 
textbooks  to  blind  students;  RFB  is  now  a  national  leader  in  adapting  technology  to  make 
education  and  employment  accessible  to  persons  with  all  types  of  print  disabilities. 

A  BRIGHT  FUTURE 

Thanks  to  technological  advances  in  education  and  the  workplace  leading  to  increased 
opportunities  for  print  disabled  individuals,  RFB  anticipates  the  doubling  of  the  number  of 


323 


people  it  serves  by  the  Year  2000.  Such  an  expansion  in  our  service  base  will  require  a 
dramatic  increase  in  the  level  of  RFB's  services.  RFB  foresees  a  need  to  record  5,000  new 
audio  textbook  titles  annually  --  many  of  them  highly  technical  scientific  texts  --  and  to 
distribute  400,000  taped  books  to  more  than  75,000  borrowers. 

The  expansion  of  E-Text,  furthermore,  will  allow  RFB  to  bring  entirely  new  types  of  texts  - 
for  example,  professional  journals  and  reference  books  --  into  accessible  format,  for  the  first 
time  ever.  Continued  E-Text  development  will  also  allow  print  disabled  individuals  to  search 
for  and  retrieve  information  within  texts  through  the  use  of  sophisticated  software.  RFB's 
growing  national  E-Text  library  will  provide  for  the  collection,  central  storage,  distribution,  and 
use  of  electronic  text  files  by  print  disabled  students  on  their  personal  computers. 

THE  ROLE  OF  FEDERAL  SUPPORT 

RFB  is  doing  everything  it  possibly  can,  on  its  own  and  through  alliances  with  corporations, 
schools,  disability  groups,  and  government  agencies,  to  expand,  modernize,  and  develop  its 
services.  Each  year  RFB  raises  more  money  from  private  sources  than  it  did  the  year  before. 
For  example,  RFB  has  just  completed  a  private  five-year  $30  million  capital  campaign,  which 
funded  expansion  of  its  headquarters  facility  and  tripling  of  its  still  modest  endowment.  But 
it  must  have  Federal  financial  support  at  a  gradually  expanding  level  in  order  to  rise  to  the 
increasing  demand  for  RFB's  services  and  to  continue  to  develop  new  technologies  which 
allow  print  disabled  students  and  professionals  to  compete  with  their  sighted  peers. 

RFB  leverages  the  taxpayer's  dollar  and  contributes  to  society  a  substantial  return  on  its 
investment.  In  an  overall  annual  budget  of  $22  million,  including  the  expense  of  RFB's  library 
headquarters  and  31  recording  studios,  more  than  $9.2  million,  or  42  percent  of  RFB's 
budget,  comes  from  contributed  volunteer  time.  Most  of  the  balance  is  raised  from  private 
donors.  Federal  support  accounts  for  only  16  percent  of  the  total.  By  helping  people  with 
print  disabilities  become  independent,  productive,  and  employable  citizens,  RFB  enables 
government  at  all  levels  to  replace  millions  of  dollars  of  dependency  payments  with  many 
more  millions  of  dollars  of  tax  revenues. 

RFB  worries  that  the  individual  states  will  be  given  the  responsibility  of  arranging  for  the 
support  of  RFB's  services  for  their  own  print  disabled  students.  If  the  Congress  were  to  agree 
to  such  an  approach,  it  would  result  in  a  highly  inefficient,  ineffective,  and  chaotic  diffusion 
of  a  small  but  very  important  service  to  print  disabled  students.  The  national  standard  of 
quality  and  the  quantity  of  materials  available  to  the  nation's  print  disabled  students  overall 
would  inevitably  decline.  It  simply  makes  no  sense  to  decentralize  an  effective,  efficient 
national  resource. 

CONCLUSION 

Recording  for  the  Blind  is  a  national  leader  and  innovator  in  providing  services  to  people  with 
print  disabilities.  By  utilizing  a  work  force  largely  comprised  of  volunteers,  by  raising  the  bulk 
of  its  funding  through  private  sources,  and  by  undertaking  alliances  with  government  agencies 
and  private  sector  corporations  and  groups,  RFB  is  maximizing  the  Federal  investment 
entrusted  to  it,  and  is  ensuring  that  investment  brings  a  sound  and  lasting  return.  RFB  is 
gratified  by  its  proven  success  in  providing  educational  and  professional  materials  to  print 
disabled  Americans  so  that  they  can  remove  themselves  from  the  dependency  system  and 
lead  productive  lives.  RFB  states  with  complete  confidence  that  its  alumni  will  proudly  repay 
the  government  many  times  over  in  taxes  any  monies  Congress  appropriates  to  RFB.  We  urge 
the  Congress  to  help  RFB  continue  this  partnership  at  this  critical  time  by  modestly  increasing 
its  support  to  $4.5  million  for  Fiscal  Year  1996. 


STATEMENT  OF  THE  RENAL  PHYSICIANS  ASSOCIATION 

The  Renal  Physicians  Association  (RPA)  is  a  professional  organization  of  nephrologists  whose 
goals  are:  to  insure  the  optimal  care  under  the  highest  standards  of  medical  practice  of  patients 
with  renal  disease  and  related  disorders;  to  act  as  a  national  representative  for  physicians 
engaged  in  the  study  and  management  of  patients  with  renal  disease  and  related  disorders;  and 
to  serve  as  a  major  resource  for  the  development  of  the  national  health  policy  concerning  renal 
disease.  The  RPA  is  pleased  to  have  this  opportunity  to  provide  the  subcommittee  with 
information  in  support  of  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases 
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(NIDDK),  within  the  National  Institutes  of  Health,  and  the  Agency  for  Health  Care  Policy  and 
Research  (AHCPR). 

In  1991,  more  than  230,000  people  were  treated  for  end  stage  renal  disease  (ESRD),  the  vast 
majority  under  the  Medicare  program.  Between  1984  and  1991,  the  number  of  ESRD  patients 
doubled--to  one  patient  per  1 ,387  U.S.  residents--and  the  number  of  ESRD  patients  is  expected  to 
double  again  in  the  next  seven  years,  according  to  an  estimate  from  the  United  States  Renal  Data 
System  (USRDS).  The  incidence  of  ESRD  continues  to  rise  at  a  rate  of  over  8%  each  year.  The 
number  of  new  program  enrollees  exceeds  the  number  of  deaths  by  an  increasing  amount:  from 
+  10,000  in  1982  to  +17,000  in  1991.  The  prevalence  of  ESRD  in  elderly  individuals  has 
increased  at  a  greater  rate  than  in  the  population  as  a  whole:  Currently,  31%  of  all  dialysis 
patients  are  over  the  age  of  65.  Minorities  are  also  more  likely  to  suffer  from  ESRD:  Although 
African-Americans  comprise  less  than  13%  of  the  U.S.  population,  they  account  for  31%  of  the 
ESRD  population.  Minorities  are  four  times  as  likely  as  non-minorities  to  develop  chronic  renal 
failure,  and,  on  average,  they  are  younger  at  the  onset  of  disease  than  are  non-minorities. 

In  1991,  the  total  direct  cost  of  ESRD  was  $8.6  billion.  Of  this  amount,  the  federal  government 
paid  $6.15  billion,  or  72%.  Medicare  payments  for  ESRD  are  growing  approximately  5%  annually 
in  constant  dollars,  with  virtually  all  of  the  increase  attributed  to  the  increased  patient  population. 
Reimbursement  rates  paid  to  providers  per  dialysis  treatment  have  actually  declined  when 
adjusted  for  inflation.  The  RPA  believes  that  the  greatest  potential  for  reducing  the  high  costs  of 
chronic  renal  disease  will  be  found  by  identifying  basic  mechanisms  responsible  for  the  disease 
and  devising  better,  and  more  cost-effective  strategies  for  treatment. 


National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK): 

NIDDK-supported  investigators  have  made  significant  progress  that  sheds  light  on  the  causes, 
treatment,  and  prevention  of  kidney  disease.  The  institute  is  now  poised  to  address  opportunities 
created  by  these  advances  with  new  initiatives.  Chronic  kidney  failure  can  be  caused  by  a 
number  of  primary  factors.  In  26%  of  the  patients,  the  primary  cause  of  ESRD  is  diabetes. 
Hypertension  is  cited  as  the  primary  cause  in  24%  of  all  cases  and  glomerulonephritis,  an 
immunological  disease,  is  responsible  for  20%  of  the  cases.  Combined,  these  three  diagnoses 
are  responsible  for  7  out  of  10  cases  of  ESRD.  However,  different  factors  are  more  prominent  in 
different  populations.  For  example,  African-Americans  have  a  predominance  of  hypertension  as 
their  primary  cause,  while  diabetes  is  the  most  common  cause  of  ESRD  among  Native  Americans. 
Diabetes  predominates  as  a  primary  cause  in  women,  specifically. 

Recent  advances  in  medical  research  have  given  hope  to  all  those  who  suffer  from  chronic  renal 
failure.  Millions  of  Americans  have  benefitted  from  dialysis  or  kidney  transplants.  However,  while 
treatment  can  prolong  life,  ESRD  remains  a  serious  medical  condition,  with  which  numerous 
complications  are  often  associated.  NIDDK-sponsored  research  is  yielding  promising  results  in 
several  key  areas:  For  example,  the  recent  identification  of  a  gene  for  autosomal  dominant 
polycystic  kidney  disease  (PKD)  will  allow  us  to  understand  how  a  genetic  defect  causes  renal 
damage,  and  may  generate  new  approaches  toward  halting  the  progression  of  the  disease. 
Another  major  finding,  within  the  past  year,  was  the  identification  and  cloning  of  the  gene  for  a 
sodium  channel  in  the  kidney;  and  the  discovery  that  mutations  in  this  channel  are  the  cause  of 
one  form  of  familial  hypertension.  This  discovery  may  provide  researchers  with  insights  into  the 
causes  and  treatment  of  hypertension-related  kidney  disease.  This  is  expected  to  be  of  particular 
importance  with  regard  to  African-Americans,  who  appear  to  be  more  susceptible  to  sodium- 
sensitive  hypertension.  In  addition,  two  major  clinical  trials  recently  have  been  completed:  The 
Modification  of  Diet  in  Renal  Disease  study  (MDRD)  demonstrated  that  when  blood  pressure  is 
maintained  at  a  lower  level  than  is  customarily  targeted  (140/90),  the  decline  in  kidney  function 
was  significantly  retarded  in  those  persons  with  clinically  meaningful  amounts  of  protein  in  their 
urine.  The  other  trial  demonstrated  that  a  specific  type  of  antihypertensive  medication  significantly 
retarded  the  progression  of  renal  disease  in  insulin-dependant  diabetics  with  chronic  renal  failure. 

The  RPA  continues  its  strong  support  of  NIDDK's  study,  Morbidity  and  Mortality  in  Hemodialysis 
Patients.  Peritoneal  dialysis,  the  third  most  common  form  of  treatment  for  ESRD  in  the  U.S.,  is 
used  more  frequently  in  other  countries  around  the  world,  and  it  appears  that  it  may  be 
underutilized  in  this  country.  The  factors  which  contribute  to  this  are  unclear  and  need  to  be 
investigated.  Understanding  morbidity  and  mortality  in  dialysis,  and  determining  the  possible 
benefits  of  optimal  peritoneal  dialysis  therapy  on  patient  survival,  illness,  and  quality  of  life,  should 
be  key  elements  of  NIDDK's  research  agenda. 
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RPA  asks  that  Congress  preserve  adequate  funding  for  NIDDK.  We  recommend  providing  the 
institute  with  an  increase  of  as  close  to  ten  percent  as  you  find  possible  within  the  exceptionally 
difficult  budget  constraints  that  exist  this  year.  NIDDK  was  able  to  fund  only  25%  of  research 
project  grant  applications  in  1994,  compared  to  33%  in  1992.  Opportunities  for  new,  unsolicited 
RO-1  applications  are  even  more  dismal--the  RO-1  success  rate  for  1994  for  NIDDK  was  below 
17%.  Sufficient  funding  for  RO-1  grants  is  crucial  to  the  future  of  kidney  disease  research.  A  10% 
increase  would  assure  continuation  of  a  success  rate  of  25%  for  competing  grant  applications  in 
1996.  In  addition,  RPA  supports  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Research 
Funding,  for  an  appropriation  of  $13  billion  in  funding  for  the  NIH,  overall,  in  FY  96. 

Agency  For  Health  Care  Policy  and  Research  (AHCPR): 

The  RPA  has  long  been  involved  as  an  advocate  for  socio-economic  research-that  is,  research 
focusing  on  the  organization  and  delivery  of  medical  care.  To  that  end,  RPA  supported  creation  of 
the  Agency.  AHCPR  is  charged  with  developing  clinically-based,  policy-relevant  information  for 
use  in  improving  the  quality,  appropriateness,  and  effectiveness  of  health  care;  improving  access 
to  health  care  services;  and  providing  leadership  in  health  services  research. 

The  Administration's  FY  96  budget  request  provides  a  program  level  of  $194  million  for  AHCPR, 
an  increase  of  $31  million,  or  19%,  over  FY  95.  The  research  funded  by  the  Agency  helps 
promote  improvements  in  clinical  practice  as  well  as  the  organization,  financing,  and  delivery  of 
health  care  services.  As  health  care  systems  and  the  medical  marketplace  evolve,  AHCPR  will 
strive  to  provide  the  tools  necessary  to  measure  patient  outcomes  and  health  services  delivery 
performance.  Under  the  Administration's  proposed  budget  for  the  Agency,  $88  million  is 
requested  for  the  Medical  Treatment  Effectiveness  Program  (MEDTEP),  an  increase  of  $7  million, 
or  9%,  over  FY95.  As  a  part  of  AHCPR's  mission  to  help  consumers  make  more  informed  choices 
about  their  health  care,  MEDTEP  research  is  aimed  at  determining  what  works  in  clinical  practice, 
and  then  to  educating  consumers  and  providers  through  its  clinical  practice  guidelines  program. 
The  RPA  believes  that  research  conducted  through  MEDTEP  will  be  useful  to  providers  in  their 
on-going  effort  to  improve  the  quality  and  cost-effectiveness  of  care  being  provided  to  the  ESRD 
population. 

AHCPR  also  will  continue  to  support  eleven  MEDTEP  Research  Centers  on  Minority  Populations. 
These  Centers  focus  on  what  clinical  strategies  are  best  for  clinical  conditions  with  the  greatest 
prevalence  among  African-Americans,  Latinos,  Asian  and  Pacific  Islanders,  American  Indians, 
and/or  Alaska  Natives.  High  blood  pressure  and  kidney  disease  are  among  the  conditions  being 
studied  through  this  project.  The  RPA  urges  to  subcommittee  to  provide  funding  for  the  AHCPR 
at  the  level  requested  by  the  Administration,  $194  million  for  FY  96. 

The  RPA  appreciates  the  committee's  consideration  of  our  views  concerning  FY  96  appropriations 
for  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK),  and  the  Agency 
for  Health  Care  Policy  and  Research  (AHCPR). 


STATEMENT  OF  THE  RESEARCH  SOCIETY  ON  ALCOHOLISM 

The  Research  Society  on  Alcoholism  (RSA),  a  professional  organization  of  scientists  engaged  in 
basic  and  applied  research  related  to  alcohol  abuse,  dependence,  and  alcohol-related  problems  is 
pleased  to  submit  testimony  on  the  Labor,  HHS,  Education  Appropriations  bill  for  fiscal  year 
1996.  RSA  wants  to  thank  the  Committee  for  including  language  in  its  1995  Appropriations 
Committee  Report  encouraging  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism 
(NIAAA)  to  address  critical  gaps  in  the  knowledge  of  women,  children,  and  adolescents'  drinking 
patterns  and  problems.  To  assure  increased  efforts  in  this  area,  we  strongly  encourage  the 
Congress  to  build  on  the  President's  budget  request  of  $185.7  million  for  NIAAA  research  and 
training  activities.  Increased  funds  will  support  research  studies  on  these  under-researched 
populations  and  allow  for  important  studies  on  the  genetics  of  alcoholism,  research  on  drinking 
during  pregnancy,  the  effects  of  alcohol  on  the  fetus  and  the  prevention  of  fetal  alcohol 
syndrome,  and  new  medications  development  for  the  treatment  of  alcoholism  and  alcohol-related 
problems.  RSA's  professional  judgement  supports  a  budget  of  $228  million  for  NIAAA  in  FY 
1996. 

Alcoholism  and  alcohol  abuse  are  pervasive  public  health  problems  that  exact  a  devastating  toll 
on  our  country  in  health,  economic,  and  human  terms.  More  than  1 5  million  Americans  suffer 
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from  alcoholism  and  alcohol  abuse.  The  direct  effects  of  alcoholism  on  the  everyday  lives  of 
its  victims  cannot  be  overstated.  Alcoholism  is  a  disease  that  causes  alcoholics  to  lose  control 
over  drinking  and  to  develop  a  tolerance  for  the  drug.  Alcoholism  develops  from  the  complex 
interaction  of  genetic  and  environmental  factors,  as  is  seen  with  heart  disease  and  cancer. 

Ultimately,  our  ability  to  reduce  the  occurrence  of  alcohol  abuse,  alcoholism  and  the  devastating 
consequences  of  alcohol  abuse  will  depend  on  our  ability  to  develop  new  and  more  effective 
ways  to  prevent  and  treat  alcohol  problems.  Alcohol  research  has  already  made  many  important 
advances  in  this  pursuit  and  continued  investment  in  research  promises  to  provide  clinicians  with 
more  effective  tools  to  help  prevent  relapse  to  drinking  and  to  sustain  long-term  recovery. 
Today.  NIAAA  provides  national  leadership  to  the  alcohol  research  community  and  is  the  source 
of  financial  support  for  approximately  90  percent  of  all  alcohol  research  in  the  United  States. 

NIAAA  is  one  of  the  smallest  research  Institutes  in  all  of  the  National  Institutes  of  Health  (NIH). 
NIAAA's  budget  has  increased  an  average  of  2.5  percent  a  year  since  NIAAA  became  part  of 
NIH,  while  the  total  NIH  budget  has  increased  an  average  of  4.1  percent  a  year  over  the  same 
period  of  time.  Due  to  this  shortfall,  many  highly  qualified  research  projects  are  not  being 
funded.  In  FY  1995.  only  21  percent  of  all  grant  applications  to  NIAAA  will  be  funded  while, 
overall.  25  percent  of  all  NIH  grant  applications  will  be  funded.  The  projections  for  FY  1996 
are  even  worse:  18  percent  of  applications  will  be  funded  by  NIAAA  compared  to  23  percent 
for  NIH.  An  infusion  of  funding  in  1996  is  desperately  needed  to  enable  NIAAA  to  support 
important  research  to  address  the  major  problems  of  alcoholism,  alcohol  abuse  and  the 
consequences  of  alcohol  misuse. 

Genetics  Research 

Researchers  are  searching  the  entire  human  genome  for  genetic  markers  which  are  linked  with 
alcoholism.  For  the  past  five  years,  NIAAA  has  supported  a  major,  multidisciplinary. 
collaborative  research  study.  To  date,  this  research  has  demonstrated  that  genetic  vulnerability 
to  alcoholism  is  complex  and  determined  by  multiple  genes  much  like  diabetes,  hypertension,  and 
various  types  of  cancer.  The  use  of  these  genetic  studies  will  provide  biological  markers  which 
will  assist  clinicians  in  the  early  identification  of  individuals  who  are  at  risk  of  becoming 
alcoholic.  Further,  these  studies  are  critical  for  understanding  the  physiological  basis  of 
alcoholism.  Early  identification  and  intervention  of  individuals  with  a  predisposition  to 
alcoholism  will  allow  for  behavior  modification  and  medical  treatments  and  perhaps  a  cure.  This 
research  also  has  the  potential  to  shed  light  on  the  different  patterns  of  vulnerability  that  we  see 
among  different  racial  groups,  women,  and  youth. 

Medications  Development 

Second,  researchers  in  alcohol  pharmacotherapy  have  made  many  important  advances  in 
developing  more  effective  ways  to  treat  alcohol  problems  and  to  sustain  long-term  recovery.  As 
a  result  of  NIAAA  supported  research,  the  Food  and  Drug  Administration  (FDA)  recently 
approved  a  new  drug,  naltrexone,  for  the  treatment  of  alcoholism.  This  drug  both  reduces  alcohol 
craving  and  alcohol  consumption  and  offers  new  hope  for  preventing  relapse  in  many  of  the 
more  than  1  million  Americans  treated  each  year  for  alcoholism. 

We  need  to  continue  to  build  on  the  success  of  naltrexone  to  find  new  medications  that  can  block 
extensive  drinking  and  can  halt  or  reverse  the  organ  damage  caused  by  alcoholism.  Continuing 
advances  will  come  from  the  basic  sciences,  such  as  brain  neurochemistry  and  physiology,  where 
researchers  are  studying  the  biological  basis  for  alcohol  use  and  the  phenomenon  of  craving  and 
from  clinical  sciences  where  new  treatment  modalities  will  be  developed  and  tested.  The 
development  of  new  medications  will  have  a  major  impact  on  the  effectiveness  and  cost  of  health 
care  in  the  treatment  of  alcoholism. 

Fetal  Alcohol  Syndrome 


Another  important  area  is  the  effect  of  excessive  drinking  during  pregnancy.  Research  funded 
by  NIAAA  established  that  Fetal  Alcohol  Syndrome  (FAS)  was  caused  by  alcohol  abuse  and  the 
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NIAAA  galvanized  efforts  to  alert  women  and  the  medical  community  to  the  dangers  of  alcohol 
abuse  during  pregnancy.  The  adverse  effects  of  alcohol  abuse  on  the  fetus  exist  along  a 
continuum.  On  one  end  is  FAS,  a  devastating  complex  of  mental  retardation,  behavior  problems, 
growth  and  morphological  anomalies.  At  the  other  end  are  children  more  subtly  affected,  but 
with  clear  and  permanent  deficits  that  interfere  with  their  full  participation  in  society.  Researchers 
are  studying  how  prenatal  exposure  to  excessive  alcohol  disrupts  normal  fetal  development,  by 
exploring,  for  example,  alcohol's  effects  on  developmental  gene  regulation  and  neural  cell 
division.  Clinical  and  epidemiological  studies  are  defining  the  long-term  consequences  of 
prenatal  alcohol  exposure  and  developing  interventions  that  will  allow  these  people  to  function 
at  maximum  levels.  In  addition,  prevention  and  treatment  researchers  are  focusing  on  the 
development  of  methods  to  prevent  FAS,  the  leading  known  cause  of  mental  retardation  and, 
most  important,  one  that  should  be  entirely  preventable. 

Conclusion 

The  objective  of  alcohol  research  is  to  produce  knowledge  that  enhances  our  ability  to  prevent 
or  treat  alcohol  abuse  and  alcoholism  and  to  reduce  the  devastation  these  disorders  cause  to 
individuals,  families,  and  society.  NIAAA  addresses  these  issues  through  funding  an  integrated 
program  of  biomedical,  behavioral,  and  epidemiologic  research  on  alcoholism,  alcohol  abuse,  and 
related  problems.  Dissemination  of  new  knowledge  to  clinicians,  the  medical,  and  scientific 
communities,  and  to  the  patient  community  also  represents  a  crucial  element  of  the  Institute's 
programs.  The  results  of  alcohol  research  contribute  directly  to  improved  health  for  the 
population;  decreased  cost  to  society;  and  reduce  alcohol-related  violence.  Research  provides  us 
the  means  to  address  these  issues.  The  investment  in  alcohol  research  funded  by  NIAAA  will 
provide  the  country  with  an  excellent  return.  I  urge  your  support. 


STATEMENT  OF  ROTARY  INTERNATIONAL 
Thank  you  for  this  opportunity  to  submit  written  testimony  on  behalf  of  Rotary  International. 

Rotary  International  is  the  global  association  of  27,000  Rotary  clubs,  with  a  membership  of  1.2 
million  business  and  professional  leaders  in  15 1  countries.  We  are  the  world's  first  service  club, 
established  in  Chicago  in  1905.  In  the  United  States  today,  there  are  more  than  7,300  Rotary 
clubs  with  420,000  members.  All  of  our  clubs  work  to  promote  humanitarian  service,  high 
ethical  standards  in  all  vocations  and  international  understanding. 

We  are  here  today  representing  a  broad  coalition  of  child  health  advocates,  including  the 
American  Academy  of  Pediatrics,  the  Task  Force  for  Child  Survival  and  Development  and  the 
U.S.  Committee  for  UNICEF,  to  seek  your  support  for  the  Global  Program  to  Eradicate  Polio. 

The  progress  in  eradicating  polio  has  been  extraordinary.  However,  even  though  the  goal  is 
within  sight,  we  lack  the  resources  needed  to  finish  the  job.  The  case  to  invest  in  polio 
eradication  is  compelling: 

*■  We  have  the  vaccine  to  prevent  polio  and  we  are  within  reach  of  completely 
eradicating  the  disease  -  the  goal  is  achievable. 

►  ERADICATING  POLIO  WILL  SAVE  THE  UNITED  STATES  $230 
MILLION  A  YEAR  IN  IMMUNIZATION  COSTS.  Once  eradication  is 
achieved,  we  will  no  longer  need  to  immunize  our  children  against  polio  —  the 
benefits  are  permanent. 

►  Investing  in  polio  eradication  will  develop  a  public  health  infrastructure 
around  the  world  that  will  help  us  to  light  other  deadly  diseases. 
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Polio  Eradication  is  Achievable 

You  may  all  remember  those  days  in  the  summers  when  your  parents  would  not  let  you  go  to 
the  movies  or  the  public  swimming  pools.  Thousands  of  people  were  afflicted  by  this  crippling 
disease.  We  remember  the  braces,  the  agony  and  suffering,  the  iron  lungs,  the  death  and  the 
productivity  lost  due  to  polio. 

Humankind  is  on  the  brink  of  a  historic  opportunity.  Polio  is  the  second  major  disease  in 
history  that  is  close  to  eradication.  We  celebrated  the  eradication  of  smallpox  in  1977.  No  child 
in  the  United  States  or  in  the  world  will  ever  suffer  from  smallpox  again.  The  annual  global 
savings  of  about  $1  billion  per  year  in  smallpox  disease  and  control  costs  far  exceed  the 
approximately  $300  million  that  was  spent  over  10  years  to  eradicate  smallpox.  The  major  force 
behind  the  successful  eradication  of  smallpox  was  the  United  States  Government.  We  are  moving 
in  on  the  eradication  of  polio  and  we  are  seeking  your  increased  support  to  be  that  major  force 
again. 

Rotary  International  has  been  working  since  1985  to  help  eradicate  polio  from  the  world.  This 
has  been  one  of  the  largest  private/public  sector  initiatives  ever  organized.  We  have  committed 
$300  million,  the  largest  private  contribution  to  a  public  health  initiative,  through  our  PolioPlus 
Campaign.  More  importantly,  we  have  mobilized  tens  of  thousands  of  Rotarians  to  work 
together  with  their  national  ministries  of  health,  UNICEF,  the  World  Health  Organization  and 
the  health  providers  at  grassroots  levels  in  thousands  of  communities.  We  have  demonstrated 
how  effective  the  private  sector  can  be  in  a  public  health  disease  reduction  initiative. 
Together  with  our  partners,  we  have  achieved  some  remarkable  successes. 

There  has  not  been  a  case  of  endemic  polio  anywhere  in  the  Western  Hemisphere  for  the  last 
three  and  half  years.  The  reported  number  of  cases  worldwide  has  decreased  from  over  50,000 
cases  in  1985  to  under  10,000  cases  in  1993.  There  are  presently  145  countries  which  have 
reported  no  polio  in  the  last  year.  The  People's  Republic  of  China  and  34  other  countries  of  the 
Far  East  expect  to  report  no  polio  cases  by  1996.  Major  coordinated  efforts  are  underway  to 
immunize  the  children  under  five  years  of  age  through  National  Immunization  Days  to  ensure 
that  the  transmission  of  this  disease  can  be  interrupted  as  it  was  in  the  Americas. 

Eradicating  Polio  will  SAVE  the  United  States  $230  Million  Annually 

Even  though  there  has  not  been  a  case  of  endemic  Polio  in  the  United  States  since  1979,  we 
cannot  be  complacent.  Our  children  are  not  protected  from  polio  unless  the  entire  world  is  free 
of  polio.  If  we  succeed  in  eradicating  polio,  no  child  will  ever  have  to  be  immunized  against 
polio  ever  again.  This  will  result  in  a  savings  in  the  United  States  alone  of  $230  million 
annually,  which  can  be  used  to  fight  other  diseases. 

In  1988  and  in  1993,  the  member  nations  of  the  World  Health  Assembly,  including  the  United 
States,  affirmed  their  commitment  to  eradicating  polio  by  the  year  2000  and  to  achieving 
certification  of  eradication  by  the  year  2005.  But  even  with  these  great  intentions  and  with  the 
tremendous  reduction  of  polio  cases  being  made  in  many  countries,  there  is  still  concern  that 
other  more  pressing  demands  will  divert  attention  and  funding  from  this  program.  There  are 
some  major  challenges  ahead,  particularly  in  South  Asia  and  Africa. 


Eradicating  Polio  Will  Help  Develop  the  Infrastructure  Needed  to  Fight  other 
Diseases 

By  investing  in  polio  eradication,  we  will  be  helping  countries  develop  the  public  health  and 
disease  surveillance  systems  necessary  to  effectively  eradicate  polio.  The  benefits  of 
strengthening  the  disease  surveillance  system  are  broad-based.  Not  only  will  a  strong 
surveillance  system  help  eradicate  polio,  but  it  will  also  help  control  the  spread  of  other 
infectious  diseases. 
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The  experience  with  targeted  polio  eradication  efforts  has  demonstrated  that  the  positive  effects 
go  well  beyond  controlling  polio.  This  can  be  shown  in  the  experience  of  Latin  America.  Not 
only  did  their  targeted  polio  eradication  efforts  result  in  establishing  the  Americas  as  polio  free, 
but  there  was  also  a  decline  in  the  number  of  cases  of  measles.  By  focusing  first  on  polio 
immunization,  communities  are  introduced  to  the  importance  of  immunizations  and  the  result  is 
that  other  immunization  rates  go  up. 

Once  polio  is  eradicated,  tremendous  resources  will  be  freed  up  to  focus  on  other  diseases. 
Resources  Needed  to  Finish  the  Job  of  Polio  Eradication 

Rotary  International  is  committed  to  making  the  eradication  of  polio  our  highest  priority  until 
the  disease  is  certified  as  eradicated.  We  will  use  every  avenue  of  our  service,  our  financial  and 
human  resources,  to  work  with  our  partners  to  help  eradicate  polio.  The  success  of  this 
public/private  initiative  has  demonstrated  how  effective  our  partnership  is.  Together,  we  are 
confident  that  this  disease  can  be  eradicated.  But  we  need  your  help. 

The  World  Health  Organization  estimates  that  the  current  shortage  of  funds  to  eradicate  polio 
is  $100  million  per  year  for  the  next  five  years.  The  United  States  must  take  the  leadership  role 
and  provide  the  downpayment  towards  eliminating  this  shortfall.  A  U.S.  commitment  will  likely 
stimulate  other  countries  such  as  Japan,  Norway,  Sweden,  Germany,  Switzerland  and  the 
European  Union  to  increase  their  support  as  well.  But  we  need  the  United  States  to  take  the 
leadership  role. 

The  President's  fiscal  year  1996-budget  request  includes  $9.84  million  for  polio  eradication 
through  the  CDC.  The  President's  budget  request  does  not  reflect  the  value  of  an  investment 
in  polio  eradication  -  significant  and  measurable  cost-savings  as  soon  as  the  job  is  done.  We 
encourage  the  this  Committee  to  recommend  an  increase  in  the  U.S.  investment  in  polio 
eradication. 

Two  years  ago,  there  were  68  cases  of  polio  in  the  Netherlands  in  an  unimmunized  religious 
sect.  The  virus  was  tracked  to  Canada  where  fortunately,  due  to  the  very  high  immunization 
levels  there,  the  virus  died  before  it  spread  further.  But  it  could  have  come  into  the  United 
States  where  we  still  have  pockets  of  unimmunized  children.  Our  children  will  not  be  safe  from 
polio  anywhere  until  polio  has  been  eradicated  everywhere.  And  eradication  is  the  most 
powerful  cost  saving  device,  because  its  benefits  will  accnie  forever.  This  will  be  our  gift  to 
the  future  children  of  the  world. 


Thank  you  for  your  consideration  of  our  request. 
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Figure  5:  Reported  Incidence  of  Indigenous  Poliomyelitis,  1988 


Figure  6:  Reported  Incidence  of  Indigenous  Poliomyelitis,  1993 
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Global  Immunization  Coverage  with  OPV3 

in  the  First  Year  of  Life,  by  Year 
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STATEMENT  OF  ORLANDO  R.  POZZUOLI,  PRESIDENT  AND  CHIEF 
EXECUTIVE  OFFICER,  SACRED  HEART  HEALTHCARE  SYSTEM 

Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity  to 
provide  a  statement  for  the  record.  In  my  statement,  I  will  outline  a  unique,  long-range  plan 
to  improve  the  delivery  of  primary  health  care  services  and  social  services  in  the  City  of 
Allentown.  Sacred  Heart  HealthCare  System  has  developed  this  plan,  which  is  already  being 
implemented,  in  concert  with  city  and  county  officials  to  form  a  private-public  partnership  that 
will  serve  the  residents  of  Allentown  who  are  most  in  need  of  health  care  and  social  services. 

Sacred  Heart  HealthCare  System  has  been  operating  as  a  non-profit  institution  in 
Allentown  since  1912.  Since  its  founding,  providing  health  care  services  to  those  in  need  has 
been  at  the  cornerstone  of  our  philosophy;  as  a  result,  we  have  a  profound  understanding  of  the 
health  care  needs  of  the  community  and  know  that  these  necessary  services  cannot  be  adequately 
delivered  in  a  hospital  setting.  It  is  for  this  reason  that  we  have  pursued  and  begun  to  implement 
the  proposal  I  am  about  to  describe  to  you. 

Specifically,  Sacred  Heart  has  begun  development  of  the  Allentown  Health  Park.  The 
objectives  of  the  health  park  are: 

•  To  improve  the  health  status  of  the  residents  of  Allentown. 

•  To  increase  the  access  of  the  City's  underserved  populations  to  both  health  care 
and  government-  and  community-sponsored  social  services  through  the  physical 
and  functional  integration  of  these  services. 

•  To  create  more  efficiency  in  the  delivery  of  health  care  and  social  services. 

•  To  reduce  costs  through  the  integration  of  services. 

As  outlined  in  the  objectives,  the  Allentown  Health  Park  will  integrate  health  care  and 
social  services  to  provide  the  recipients  of  these  services  with  a  "seamless"  continuum  of  care. 
It  will  also  put  added  resources  in  the  hands  of  providers.  Social  services  agencies  will  be  better 
equipped  to  assist  their  clients  with  health  care  issues.  Further,  there  will  be  improved 
coordination  among  the  various  agencies.  Similarly,  health  care  providers  will  be  able  to 
coordinate  with  social  services  agencies  to  augment  the  care  of  patients.  For  instance,  Sacred 
Heart  will  be  better  able  to  assist  elderly  patients  by  working  closely  with  the  Lehigh  County 
Senior  Citizens  Program  to  ensure  that  the  patient  will  be  well  cared  for  after  leaving  the 
hospital;  and  the  social  services  agencies  can  insure  that  a  low-income  expectant  mother  will  get 
adequate  prenatal  care.  Finally,  the  presence  of  all  of  these  services  in  a  central  location 
provides  convenience  for  the  recipients  of  services  and  incentive  for  them  to  utilize  services. 

The  Health  Park  will  be  located  in  the  center  of  the  city,  adjacent  to  Sacred  Heart,  a  292 
bed  acute  care  hospital.  In  addition  to  the  hospital  and  an  existing  medical  office  building,  the 
Health  Park  will  include  the  Center  for  Primary  Health  and  Family  Practice  Development,  an 
out-patient  cancer  center  with  medical  offices,  housing  for  the  elderly,  the  county  human  service 
agencies,  city  health  services,  and  community  social  service  organizations. 

Although  the  City  of  Allentown  and  Lehigh  County  are  active  participants  in  the  Health 
Park,  I  will  address  only  the  health  care  delivery  aspects  of  the  park,  particularly  the  Center  for 
Primary  Health  and  Family  Practice  Development,  for  which  Sacred  Heart  is  seeking  the 
Subcommittee's  support  for  $6.25  million  in  Federal  assistance. 

It  is  our  vision  that  the  Center  for  Primary  Health  and  Family  Practice  Development  will 
serve  as  the  anchor  of  the  Health  Park.  Specifically,  the  Center  will  be  dedicated  to  the  delivery 
of  primary  and  preventive  health  care  services  to  the  medically  underserved  residents  of 
Allentown  in  an  environment  designed  to  contain  spiraling  health  care  costs.  The  Center  will 
focus  on  disease  prevention,  health  promotion  (maintenance  and  screening),  health  education, 
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and  when  necessary,  provide  treatment  and  intervention.  By  focusing  on  prevention  and  early 
detection,  costly  hospital  stays  can  be  reduced  and  the  health  status  of  the  population  improved. 
The  services  provided  will  be  culturally  sensitive,  allowing  for  broader-based  use  by  the  at-risk 
population. 

The  Center  will  also  focus  on  community  education  in  the  areas  of  primary  care, 
preventive  medicine,  health  maintenance  and  promotion.  This  program  will  raise  community 
awareness  and  encourage  individuals  to  assume  more  responsibility  for  their  health  and  the 
health  of  their  families.  Finally,  the  Center  will  serve  to  increase  the  number  of  medical 
professionals  who  practice  family  medicine  in  the  Allen  town  area  and  in  the  region.  The  Center 
will  be  a  model  teaching  facility  for  Family  Practice  residents,  who  are  well-suited  to  deliver 
primary  care  services.  The  Center  will  also  provide  training  for  nurse  practitioners  who  desire 
to  specialize  in  a  primary  care  discipline,  and  for  dental  residents.  Because  of  Sacred  Heart's 
longstanding  leadership  role  in  the  delivery  of  primary  care  in  Allentown,  we  feel  that  we  are 
uniquely  qualified  to  develop  the  Allentown  Health  Park  and  to  operate  the  Center  for  Primary 
Health  and  Family  Practice  Development. 

There  is  little  doubt  that  there  is  a  tremendous  need  in  Allentown  for  the  innovative 
approach  to  health  care  and  social  services  that  the  Health  Park,  and  the  Center  for  Primary 
Health  and  Family  Practice  Development  in  particular  will  provide.  The  following  profile  of 
the  City  of  Allentown  will  shed  considerable  light  on  this  need. 

The  City  of  Allentown  has  a  population  of  105,000  and  is  home  to  growing  populations 
of  elderly  residents  and  minorities,  particularly  Hispanics.  The  elderly  account  for  17  percent 
of  the  City's  residents  and  this  population  will  increase  significantly  in  the  next  10  years. 
Hispanic  residents  make  up  another  12  percent  of  the  population.  In  addition,  22  percent  of  the 
City's  residents  are  children. 

Many  of  Allentown's  residents  are  considered  low-  and  middle-income  earners.  An 
overwhelming  33  percent  of  Allentown's  42,600  households  rely  on  Social  Security  income. 
As  measured  in  dollars,  these  residents  have  a  mean  Social  Security  income  of  $8,256  a  year. 
Another  8.5  percent  of  Allentown's  residents  receive  public  assistance.  According  to  the  latest 
census,  13  percent  of  the  City's  residents  live  below  the  poverty  level.  Among  children  under 
the  age  of  five,  26  percent  live  in  poverty,  and  51.5  percent  of  all  Hispanic  children  in  the  City 
live  in  poverty,  ranking  Allentown  tenth  nationally. 

Sacred  Heart  is  painfully  aware  of  these  statistics  and  their  impact  on  health  care.  As 
the  only  full  service  community  hospital  in  the  City,  we  see  them  in  our  Emergency  Room  every 
day.  We  see  them  as  patients  with  serious  diseases  which  could  have  been  easily  treated  if  these 
diseases  had  been  detected  early.  We  see  them  in  the  elderly  who  often  don't  receive  proper 
medical  treatment  or  cannot  care  for  themselves.  And  we  see  them  in  children  who  have  not 
been  immunized,  or  for  that  matter,  have  never  seen  a  doctor.  In  short,  we  see  those  who  have 
fallen  through  the  cracks  of  our  health  care  and  social  services  systems. 

Statistics  taken  from  Sacred  Heart's  records  can  better  quantify  the  need  for  more 
efficient  primary  health  care  services.  Sacred  Heart's  emergency  room,  like  many  emergency 
rooms  nationally,  is  providing  non-emergency  services  to  area  residents.  According  to  hospital 
records,  50  percent  of  the  33,600  visits  to  Sacred  Heart's  emergency  room  in  fiscal  year  1992 
were  categorized  as  non-urgent.  Hospital  records  also  indicate  that  the  emergency  room  serves 
primarily  Allentown  residents  and  that  a  majority  of  these  patients  receive  medical  assistance  or 
do  not  have  insurance.  In  fiscal  year  1993,  84  percent  of  the  patients  seen  in  the  emergency 
room  were  from  Allentown,  and  60  percent  of  these  patients  reside  in  the  hospital's  zip  code. 
Forty-seven  percent  of  all  patients  seen  in  the  emergency  room  relied  on  medical  assistance, 
while  another  10  percent  did  not  have  any  insurance  at  all.  An  astounding  70  percent  of  the 
patients  on  medical  assistance  seen  in  the  Emergency  Room  resided  in  the  hospital's  zip  code. 
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While  these  statistics  are  certainly  compelling,  we  recognize  that  Allentown  is  not  the 
only  city  in  the  nation  that  faces  such  hardships.  We  believe  that  the  plan  that  Sacred  Heart  has 
developed  with  the  City  and  Lehigh  County  is  one  which  can  be  used  as  a  model  for  other 
economically  distressed  areas,  both  urban  and  rural,  throughout  the  nation  that  are  seeking  new 
methods  to  deal  with  these  issues  upon  which  their  economic  future  rests. 

Although  bringing  all  of  the  necessary  elements  together  to  create  the  Health  Park  is  a 
challenging  task,  Sacred  Heart  has  already  made  significant  strides.  Sacred  Heart  has  been 
working  closely  with  city  and  county  officials  on  the  plan,  and  has  consulted  with  experts  at 
local  colleges  about  developing  improved  education  and  training  programs.  Most  recently,  the 
hospital  broke  ground  on  the  out-patient  cancer  center  and  a  400-space  parking  deck.  This 
project  will  be  completed  in  January  of  1995  at  a  cost  to  the  hospital  of  $6.5  million.  In 
addition,  Sacred  Heart  has  to  date  expended  $1.25  million  to  expand  primary  care  services.  We 
also  plan  to  invest  another  $1  million  in  the  Center  for  Primary  Health  and  Family  Practice 
Development. 

We  are  very  proud  of  what  we  have  been  able  to  accomplish  to  date.  However,  the  need 
for  expanded  health  services  is  growing  rapidly  and  we  know  that  we  must  do  more  in  the  near 
future.  Sacred  Heart  continues  to  struggle  with  the  economic  and  health  care  realities  that  its 
service  population  faces,  but  cannot  overcome  this  challenge  alone. 

As  such,  Sacred  Heart  and  the  Allentown  community  are  seeking  a  Federal  contribution 
of  $6.25  million  to  establish  the  Center  for  Primary  Health  and  Family  Practice  Development 
to  be  located  in  the  Allentown  Health  Park.  We  hope  that  you  will  give  this  proposal  serious 
consideration  as  you  and  your  Subcommittee  make  spending  decisions  for  Fiscal  Year  1996. 

Again,  thank  you  for  allowing  me  to  provide  this  statement  and  for  your  consideration 
of  this  request. 


STATEMENT  OF  REV.  DANIEL  A.  DEGNAN,  S.J.,  PRESIDENT,  ST. 
PETER'S  COLLEGE,  JERSEY  CITY,  NJ 

Mr.  Chairman  and  distinguished  members  of  the  subcommittee,  my  name  is 
Father  Daniel  Degnan  and  I  am  the  President  of  Saint  Peter's  College,  which  is  located 
in  Jersey  City,  New  Jersey.  I  would  like  to  thank  you  for  the  opportunity  to  present 
written  testimony  to  this  distinguished  subcommittee  and  to  share  with  you  our 
perspective  on  some  of  the  important  appropriations  issues  which  you  are  confronting 
as  you  review  the  President's  FY96  budget  recommendations. 

By  way  of  background,  Saint  Peter's  College  is  one  of  the  28  Jesuit  colleges  and 
universities  located  throughout  the  United  States.  Originally  founded  in  1872,  it  closed 
during  World  War  I  and  reopened  in  1930.  Like  all  Jesuit  institutions  in  this  country,  it 
stresses  preparation  not  just  for  a  career,  but  for  life.  The  Jesuit  tradition  of  academic 
and  personal  excellence  has  endured  for  400  years  and  is  something  we  take  very 
seriously  at  Saint  Peter's.  As  a  Jesuit  institution,  we  keep  company  with  such  well  known 
institutions  as  Georgetown,  Boston  College  and  Holy  Cross.  But,  located  in  the  heart 
of  Jersey  City,  we  bring  to  the  table  a  somewhat  different  perspective  and  a  very 
different  student  body.  A  large  percentage  of  our  students  are  first-generation  college 
students,  many  having  been  born  (or  their  parents  having  been  born)  in  other  countries. 
They  are  the  hard-working  sons  and  daughters  of  hard-working  parents  who  are  striving 
to  obtain  a  college  education,  often  while  holding  down  a  full-time  job  or  two  part-time 
jobs.  Some  are  single  mothers;  occasionally  we  will  learn  of  a  student  who  is  homeless. 
But  they  all  share  one  thing:  a  burning  desire  to  study,  to  learn  and  to  improve  their 
position  in  our  society. 

At  Saint  Peter's,  we  provide  a  rigorous  education  in  liberal  arts,  science  and 
business  to  all  of  our  students,  from  both  city  and  suburb.  We  believe  that  the  young 
men  and  women  who  seek  their  degrees  from  us  are  the  very  people  who  will  take  this 
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country  into  the  next  century.  I  certainly  do  not  neea  to  tell  this  subcommittee  about  the 
global  challenges  which  we  as  Americans  all  face.  We  all  know  that,  as  a  nation,  we 
cannot  afford  to  leave  anyone  behind.  But  many  of  the  students  who  attend  Saint 
Peter's,  who  are  constantly  fighting  against  the  odds,  are  in  danger  of  being  left  behind 
unless  we  help. 


STUDENT  AID 

The  President's  budget  recommends  an  increase  of  $700  million  in  Pell  Grants 
for  students  at  degree  granting  institutions.  While  we  recognize  that  there  is  some 
controversy  over  the  administration's  proposal  to  transfer  some  former  Pell  Grant  funding 
to  the  Labor  Department  for  proprietary  school  funding,  irrespective  of  how  that  issue  is 
resolved,  we  urge  the  committee  to  retain  the  recommended  increase  for  degree- 
granting  institutions.  The  average  Pell  Grant  under  the  President's  proposal  will  increase 
from  $2340  to  $2620  and  147,000  additional  grants  will  be  awarded.  The  bottom  line 
is  a  greater  amount  of  money  for  a  greater  number  of  students  and  that  translates  into 
greater  opportunities. 

The  Supplemental  Education  Opportunity  Grant  (SEOG)  program  would  continue 
to  be  funded  at  $738  million.  While  we  believe  that  the  most  needy  students  would 
benefit  from  an  increase  in  this  account,  we  also  believe  that  maintaining  this  funding  at 
its  current  level  is  an  appropriate  recommendation,  in  light  of  the  federal  government's 
difficult  budgetary  situation. 


TITLE  III 

We  at  Saint  Peter's  are  concerned  about  the  President's  recommendations  related 
to  Title  III.  As  we  understand  the  President's  budget,  Historically  Black  Colleges  and 
Universities  (HBCU's)  and  Hispanic  Serving  Institutions  (HSI's)  would  continue  to  receive 
funding.  All  other  funding  will  be  phased  out  over  a  two  year  period. 

Saint  Peter's  has  benefitted  from  Title  III  funding  in  the  past  and  we  are  currently 
seeking  additional  funding.  Our  proposal  would  upgrade  our  data  collection  and  usage 
in  order  to  expand  and  improve  our  academic  support  services.  Our  objective  with  this 
improvement  is  to  implement  strategies  to  reverse  the  high  attrition  rates  of  selected 
groups  of  our  students. 

While  this  recommendation  for  next  year  might  not  impact  on  us  directly  as  we  are 
considered  to  be  a  Hispanic  Serving  Institution,  we  know  from  our  experience  that  this 
is  valuable  program,  one  which  serves  to  strengthen  institutions  of  higher  education  and 
works  to  the  benefit  of  the  American  economy.  For  this  reason,  we  urge  you  to  reject 
the  President's  recommendation  and  continue  this  critically-important  funding  to  help  as 
many  institutions  as  possible  to  meet  the  challenges  of  the  future. 

URBAN  COMMUNITY  SERVICE 

Similarly,  we  are  distressed  at  the  President's  recommendation  to  eliminate 
funding  for  the  Urban  Community  Service  program.  We  believe  that  this 
recommendation  is  short-sighted  and  ill-advised. 

Saint  Peter's  College  is  currently  seeking  funding  under  the  existing  appropriation 
for  this  program.  As  an  urban  institution,  we  know  first  hand  the  needs  of  Jersey  City 
and  the  surrounding  areas.  The  Urban  Community  Service  program  is  designed  to 
provide  funds  directly  to  service  providers  in  the  local  areas.  There  is  little  federal 
administrative  overhead;  there  are  no  middlemen;  you  simply  determine  a  need,  develop 
a  plan,  and  implement  it. 
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We  commend  Chairman  Hatfield  for  his  leadership  in  the  creation  of  this  program. 
To  eliminate  such  a  cost-effective  and  substantial  opportunity  for  urban  colleges  to 
contribute  to  the  communities  is  which  they  live  is  counter-productive.  We  urge  the 
committee  to  restore  this  funding  at  least  to  the  current  year  level. 


CONCLUSION 

Mr.  Chairman,  please  permit  me  a  special  word  before  I  conclude.  The  young 
men  and  women  who  come  to  Saint  Peter's  College  are  not  part  of  a  privileged  class. 
They  are  not  people  who  are  looking  to  get  something  for  nothing,  nor  are  they 
occupying  space  in  the  higher  education  system  until  something  better  comes  along. 

We  deal,  everyday,  with  highly-motivated,  inspirational  young  people,  the  kind 
who,  when  you  hear  their  stories  and  see  the  odds  they  fight  against,  you  want  them  to 
succeed  and  to  enjoy  the  fruits  of  what  our  great  nation  has  to  offer. 

Our  students  are  25%  Hispanic-American,  11%  African-American,  9%  Asian- 
American,  male  and  female,  young  and  sometimes  not-so-young.  But,  they  share  a 
vision  ~  a  vision  of  a  better  future  for  themselves,  for  their  families  and  for  our  country. 
The  programs  for  which  we  support  funding  today  will  help  these  young  people  to 
achieve  that  vision,  much  as  the  Gl  Bill  helped  many  in  my  generation  to  achieve  our 
vision.  At  Saint  Peter's  College,  we  do  not  believe  that  today's  students  deserve  any 
less. 

Thank  you  again  for  the  opportunity  to  present  this  written  testimony  to  you.  We 
at  Saint  Peter's  College  look  forward  to  having  the  opportunity  to  share  our  views  with 
the  subcommittee  on  a  regular  basis  and,  of  course,  will  make  ourselves  available  to 
provide  any  assistance  that  the  committee  might  like  to  have. 

Thank  you  for  your  consideration  of  our  views. 


STATEMENT  OF  MARY  VAN  NESTE,  PATIENT,  ON  BEHALF  OF  THE 
SCLERODERMA  FEDERATION,  INC. 

I  was  asked  by  the  Scleroderma  Federation  to  describe  my  personal  experience  with  scleroderma.  What 
follows  are  my  recollections  over  the  past  21  years. 

I  was  29.  and  a  schoolteacher,  when  I  met  my  husband,  Phil,  at  a  Teacher's  Association  Meeting.  We  were 
married  in  1971  and  within  2  years,  we  were  blessed  with  two  healthy  baby  girls.  Towards  the  end  of  my  2nd 
pregnancy,  I  began  to  notice  my  hands  were  swollen,  my  jaw  had  become  painful,  and  I  was  experiencing 
unbelievable  body  stiffness.  By  the  time  my  baby  was  10  months  old,  my  skin  had  turned  hard  and  the  scar 
tissue  was  obvious.  I  was  diagnosed  with  scleroderma. 

The  summer  of  1974  was  extremely  difficult.  My  fingers  had  contracted  into  claw-like  appendages.  I  could 
not  care  for  my  new  baby!  I  couldn't  feed  her,  lift  her,  change  her  diapers,  or  even  play  patty  cake!  That 
summer,  my  daughters  and  I  went  to  stay  in  New  York  with  my  parents  as  I  was  unable  to  do  anything  for 
myself  or  my  girls  At  summer's  end,  we  all  returned  home  where  we  survived  as  a  family  for  the  next  two 
years  with  the  aid  of  a  young  hired  woman  who  came  and  did  laundry,  housework,  kitchen  chores,  and  tended 
to  my  children  from  7:30  a.m.  until  mid-afternoon  when  my  husband  could  relieve  her. 

It  was  during  this  period  that  my  fingers  turned  totally  inward  toward  my  palms,  and  were  locked  in  a  rigid 
position.  I  developed  countless  skin  ulcers  on  my  arms,  hands  and  legs.  These  ulcers  would  not  heal.  One 
required  a  7-week  hospitalization.  One  particularly  stubborn  ulcer  required  complete  bed  rest  for  several 
months.  A  steel  rod  had  to  be  inserted  into  my  right  wrist  as  a  way  of  counteracting  the  deformity  of  my 
hands.  I  struggled  daily  with  my  physical  limitations  and  was  grateful  for  my  husband's  continued  support 
and  assistance. 

During  this  same  period,  I  was  also  experiencing  difficulty  with  heartburn  and  swallowing.  I  was  still  able  to 
chew  food  well  but  was  ever  watchful  of  those  food  items  that  experience  had  taught  me  would  stick  in  my 
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esophagus.  Regardless  of  how  careful  I  was,  however,  sometimes  food  would  stick  and  the  chest  pain  would 
be  unbearable. 

I  always  tried  to  eat  many  hours  before  retiring  at  night  having  learned  the  consequences  of  not  doing  so.  But, 
there  were  exceptions.  I  would  almost  always  pay  the  price,  sitting  up,  Maalox  in  hand,  with  chest  pain. 
Sleep  wouldn't  come  until  the  early  morning  hours.  My  husband  would  have  my  breakfast  set  out  on  the  table 
for  me  and  my  pills  would  have  been  crushed  and  ready  to  swallow  with  apple  sauce.  I  was  totally  dependent 
on  my  husband  in  order  to  eat  and  take  my  medications!  I  had  velcro  sewn  on  my  clothes  so  I  could  slowly 
dress  myself  without  assistance. 

In  1987,  a  new  problem  developed.  My  left  hip  was  suddenly  inflamed  and  movement  was  agonizing.  With 
no  advance  warning,  it  was  now  impossible  to  rise  from  a  chair  or  toilet,  or  get  out  of  bed.  I  feared  being  left 
alone.  I  could  not  even  dial  a  phone!  Blessedly,  6  weeks  later,  the  pain  was  gone.  At  this  same  time,  I 
noticed  I  was  having  difficulty  speaking  and  I  was  actually  struggling  to  speak  clearly.  Certain  letters  became 
impossible  to  pronounce.  I  began  compensating  for  my  pronunciation  with  my  own  form  of  speech.  My 
husband  and  children  learned  to  understand  me.  The  phrase,  "My  finger  hurts,"  would  now  be  pronounced, 
HNy  ging  -  ger  hurts."  I  could  not  pronounce  letters  that  required  me  to  close  my  lips  or  my  mouth.  My 
mouth  and  lips  had  become  hard,  my  top  lip  almost  disappearing.  I  was  unable  to  close  my  mouth! 

In  early  June,  two  weeks  before  an  anticipated  trip,  I  awoke  experiencing  severe  pain  when  swallowing.  Even 
swallowing  saliva  was  an  ordeal.  I  ended  up  in  the  emergency  ward  of  a  hospital.  The  doctor  couldn't  seem  to 
find  anything  wrong!  Yet,  I  couldn't  eat  or  swallow  without  horrendous  pain.  By  September,  I  had  lost  24 
pounds.  I  was  examined  thoroughly  and  every  conceivable  test  was  performed,  but  nothing  would  indicate  the 
cause  of  my  problem.  Finally,  a  dentist  specializing  in  cranial  abnormalities  told  me  my  jaw  joints  had 
deteriorated.  They  were  being  reabsorbed  by  my  body.  I  bought  a  food  processor  and  ground  everything.  I 
decided  I  would  have  to  EAT  or  DIE.  Today,  my  mouth  is  still  locked  open,  but  my  weight  is  picking  up,  and 
my  throat  has  adapted  to  its  new  position. 

In  the  winter  of  1988, 1  developed  an  ulcer  where  I  never  had  one  before.  A  sore  was  evident  on  top  of  my 
right,  middle  toe.  I  paid  little  attention  to  this  ulcer,  because  it  didn't  hurt.  I  simply  changed  the  bandages 
By  summer,  my  toe  was  swollen,  painfully  inflamed,  and  infected.  My  doctor  wanted  me  to  go  to  the  hospital, 
but  I  chose  to  try  different  antibiotics  at  home.  In  September,  I  saw  my  doctor  immediately,  and  the  next  day  I 
was  hospitalized.  I  stayed  as  an  in-patient  for  ten  days,  and  miraculously,  the  I  V.  nurses  were  able  to  get 
three  "hep  locks"  into  my  hard  hand  to  enable  me  to  receive  I.V.  antibiotics,  which  killed  the  toe  infection. 
Six  months  later,  when  the  scab  came  off,  I  found  slivers  of  calcium  sticking  out  of  the  wound!  It  had  taken  a 
year  and  a  half  for  this  calcium  to  surface  in  my  toe! 

After  dealing  with  the  constant  heartburn  and  reflux  pain,  my  nerves  were  frayed  to  such  an  extent  that  I  could 
not  sleep.  I  consulted  a  gastroenterology st  who  recommended  a  gastroscopy.  The  first  gastroscopy  was  quite 
an  ordeal,  but  my  doctor  coached  me  through  it.  Both  my  doctor  and  his  associate  thought  my  esophagus 
looked  dreadful.  They  even  suspected  cancer,  but  a  biopsy  proved  that  the  damage  was  due  to  scleroderma. 
Since  the  first  gastroscopy,  I  have  had  three  more  biopsies  and  dilations.  Thankfully,  they  have  all  been  easier 
than  the  first. 

In  the  most  recent  years,  I  have  lost  one  of  my  toes  due  to  an  ulcer  that  would  not  heal,  and  several  of  my 
fingertip  bones  have  reabsorbed.  My  daughters,  now  20  and  21,  are  delightful  and  my  husband  is  as  caring 
and  hard-working  as  ever.  We  joke  a  lot  about  living  with  scleroderma,  and  the  balancing  act  we  are  forced  to 
do  each  day  just  to  survive.  We  tried  to  joke  about  the  good  things  I  can  do  with  scleroderma  and  came  to  the 
conclusion  that  I  can  easily  carry  clothes  on  hangers  upstairs  because  the  hangers  fit  right  into  the  contracture 
of  my  fingers.  I  can  also  scoop  out  peanut  butter  quite  well!  In  all,  I  think  it  is  a  sign  of  our  family  strength, 
that  we  arc  able  to  joke  about  it  this  way. 

I  go  to  my  support  group  functions,  and  I  see  others  with  scleroderma,  and  I  sometimes  feel  I  am  blessed. 
Although  my  body  appearance  has  been  ravaged  by  the  effects  of  scleroderma,  I  have  been  fortunate  that  I 
have  not  experienced  the  terrible  effects  it  can  have  on  vital  organs.  I  know  that  scleroderma  can  harden  the 
lungs,  the  heart,  the  kidneys,  with  life-threatening  results.  I  know  that  some  patients  develop  severe 
hypertension.  I  have  seen  patients  come  to  meetings  with  their  oxygen  tanks,  in  wheelchairs,  with  fewer 
fingers  left  than  I  have.  Some  can't  make  meetings  because  they  are  on  kidney  dialysis  or  their  heart  is  so 
damaged  they  can  no  longer  get  out  of  bed. 

I  have  also  been  with  a  happy,  healthy  family  who  have  adapted  to  my  disease  and  provided  me  with  help.  I 
know,  too,  that  others  are  not  so  fortunate  in  this  regard. 
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When  I  was  first  diagnosed  with  scleroderma,  I  had  never  heard  of  it.  Now,  it  has  taken  over  our  lives.  As  my 
husband  says,  you  were  not  diagnosed  with  scleroderma,  we  were  diagnosed  with  it.  And  while  scleroderma 
knows  no  discrimination  based  on  gender,  race,  or  geographic  location,  it  does  seem  to  hit  women  three  times 
more  often  than  men,  and  particularly  during  their  child-bearing  years. 

My  support  group  helps.  My  doctors  are  wonderful.  Yet,  this  disease  still  remains  mysterious  and  baffling  to 
many  lay  and  professional  people  alike.  It  is  often  shrouded  in  misconceptions  (a  skin  disease!),  and  very  little 
money  has  been  invested  in  researching  it.  I  don't  understand  why  that  is.  Why  is  a  disease  that  is  so  terrible 
in  its  consequences,  which  can  affect  practically  every  part  of  one's  body,  inside  and  out,  be  so  ignored? 

I  know  that  my  hands  are  permanently  rigid  and  that  even  if  a  cure  were  found  today,  it  could  not  undo  what 
damage  I  have  experienced.  But,  there  arc  a  lot  of  young  people  who  are  going  to  hear  someday  that  they  have 
scleroderma.  I  hope,  by  that  time,  the  cause  of  this  disease  will  have  been  found,  and  the  cure  will  have  been 
discovered.  Every  mother  deserves  the  chance  to  hold  and  feed  her  own  baby,  to  love  her  own  husband,  and  to 
be  able  to  open  her  mouth  if  she  wants  to  laugh,  and  to  able  to  cry  tears  when  she  is  frightened.  None  of  that 
may  be  possible  if  she  has  scleroderma. 

Scleroderma  Federation  Testimony: 

On  December  8,  1994,  a  CNN  report  indicated  that  members  of  the  new  Congress  were  considering  the 
abolishment  of  enacting  commemorative  days/weeks/months  to  eliminate  excessive  goverment  spending. 
Commemoratives  were  being  viewed  as  a  frivolous  waste  of  the  taxpayer's  money.  Three  examples  of 
commemoratives  were  cited  as  less  than  worthy  expenses.  Scleroderma  Awareness  Month  was  one  of  the 
examples  cited  and  was  the  only  disease  mentioned.  The  news  anchor  went  on  to  explain  to  the  general  public 
that  scleroderma  was  simply,  "a  skin  disease." 

For  the  next  several  hours,  the  Scleroderma  Federation  national  toll-free  helpline  was  busy  reassuring  callers 
who  felt  devastated  and  demoralized  to  hear  that  the  disease  affecting  their  internal  organs,  blood  vessels,  bone 
and  connective  tissue  and  causing  such  suffering  could  be  so  summarily  dismissed.  What  the  CNN  report  did 
reveal  was  that  if  a  nationally  respected  news  station's  perception  of  scleroderma  was  ill-informed,  what  could 
we  expect  from  the  general  public! 

Since  its  inception  in  1982,  the  Scleroderma  Federation  has  made  public  awareness  and  education  one  of  its 
missions.  An  affiliation  of  scleroderma  support  groups,  the  Scleroderma  Federation  dedicates  itself  to  the 
welfare  of  scleroderma  patients  and  their  families.  Stimulating  scleroderma  research  is  a  second  mission.  Our 
two  missions  are  co-dependent.  Efforts  to  raise  funds  for  research  can  be  seriously  limited  if  the  general  public 
is  ill-informed  about  the  ravaging  effects  of  scleroderma. 

Today,  while  retaining  its  grass-roots  character,  the  Scleroderma  Federation  has  raised  over  $3,000,000  for 
research  in  the  past  few  years.  A  grant  review  process  patterned  after  guidelines  used  by  the  N.I.H.  has  been 
developed  utilizing  a  National  Medical  Review  Board  of  recognized  scleroderma  experts.  However,  bake 
sales,  raffles  and  yard  sales  can  only  raise  so  much.  Funds  are  still  needed  to  sponsor  research  which  will 
identify  the  cause  and  develop  the  prevention  of  or  cure  for  this  devastating  disease. 

If  we  are  to  succeed  in  these  efforts,  we  must  work  in  partnership.  That  is  why  continued  funding  at  adequate 
levels  for  N.I.A.M.S.  is  so  important  to  us.  Our  research  will  "seed"  a  young,  creative  scientist.  N.I.A.M.S. 
can  take  the  same  scientist,  who  is  now  interested  in  scleroderma  research,  and  help  him/her  flower  with  long- 
range  studies,  clinical  trials,  new  drug  research  and  development,  and  follow  up.  Our  relationship  with 
N.I.A.M.S.  becomes  a  research  marriage  of  eagerness  and  creativity  with  broad-based  experience,  goals,  and 
objectives. 

The  Scleroderma  Federation  is  one  of  40  organizations  who  share  such  a  partnership  and  common  cause  with 
N.I.A.M.S.  Together,  we  represent  a  majority  of  Americans  who  at  some  point  in  their  lives  are  affected 
physically,  emotionally,  or  economically  by  the  diseases  N.I.A.M.S.  represents.  And,  like  ourselves  on  CNN, 
it  would  be  very  unfortunate  to  summarily  dismiss  the  programs  of  N.I.A.M.S.  as  being  only  "skin  diseases"! 

When  one  thinks  of  the  savings  afforded  taxpayers  and  ultimately  federal  entitlement  programs  because  polio, 
small  pox,  diptheria,  and  influenza  can  be  prevented,  one  should  remember  not  to  put  the  cart  before  the  horse. 
Let  us  fund  research  which  will  find  prevention  and  cure  rather  than  fund  resources  to  treat  the  illness! 

We  urge  you,  on  behalf  of  N.I.A.M.S.,  and  the  organizations  it  represents,  to  approve  funding  at  a  level  which 
will  maintain  its  parity  with  other  divisions  of  the  National  Institutes  of  Health. 
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STATEMENT  OF  SHARON  L.  MONSKY,  CHAIRMAN,  BOARD  OF 
DIRECTORS,  SCLERODERMA  RESEARCH  FOUNDATION 

The  Scleroderma  Research  Foundation  appreciates  the  opportunity  to  submit  this  written 
statement  supporting  the  Fiscal  Year  1996  appropriations  for  the  National  Institute  of 
Arthritis,  Musculoskeletal,  and  Skin  Diseases  (NIAMS). 

The  Scleroderma  Research  Foundation  urges  you  to  invest  fully  in  Federal  funding  of 
biomedical  research.  Only  through  Federal  funding  of  NIAMS  can  the  Nation  conduct  the 
research  necessary  to  address  jhe  causes,  treatment,  and  prevention  of  diseases,  such  as 
scleroderma.  / 

The  Scleroderma  Research  Foundation  also  urges  you  to  invest  wisely  in  Federal  funding 
of  biomedical  research.  The  Scleroderma  Research  Foundation  offers  its  "Cure  Advocacy" 
approach  to  conducting  research  as  a  way  to  maximize  the  value  of  each  Federal  dollar 
invested  in  biomedical  research. 

SCLERODERMA  MAIMS  AND  KILLS 

Literally,  scleroderma  means  "hard  skin."  However,  it  is  not  actually  a  skin  disease. 
Scleroderma  is  a  chronic,  degenerative  auto-immune  disorder  that  leads  to  the 
overproduction  of  collagen  in  the  body's  connective  tissue.  The  overabundance  of  collagen 
hardens  the  connective  tissue  and  damages  the  organs  involved. 

Scleroderma  affects  patients  quite  differently.  In  approximately  half  the  cases,  the  skin  is 
the  primary  organ  affected.  The  patient's  skin,  especially  on  the  face  and  hands,  hardens 
and  scars.  In  the  other  half  of  cases,  patients  are  diagnosed  with  systemic  sclerosis  in 
which  their  internal  organs,  such  as  their  heart,  kidneys  and  lungs,  harden.  Almost 
seventy  percent  of  patients  with  systemic  sclerosis  die  within  seven  years  of  initial 
diagnosis. 

Even  in  its  most  limited  form,  scleroderma  is  extremely  disfiguring  and  debilitating.  When 
skin  around  the  mouth  hardens,  oral  aperture  is  reduced.  Tasks  most  people  take  for 
granted,  such  as  breathing,  eating  and  talking,  become  painful  experiences  for  patients  with 
scleroderma.  In  the  many  cases  of  hand  involvement,  dexterity  is  limited,  and  grasping 
made  nearly  impossible.  Simple  acts,  such  as  dressing  oneself  or  holding  a  child's  hand, 
become  arduous  and  painful. 

Scleroderma  affects  about  half  a  million  Americans.  Almost  eighty-five  percent  of  patients 
with  scleroderma  are  women,  primarily  of  childbearing  years. 

There  is  no  known  cause  or  cure  for  scleroderma.  There  arc  no  FDA-approved  therapies 
for  any  major  symptom  of  this  painful,  ugly  and  often  deadly  disease. 

THE  SCLERODERMA  RESEARCH  FOUNDATION  PROMOTES  "CURE 
ADVOCACY" 

Since  it  was  founded  in  1987.  the  Scleroderma  Research  Foundation,  has  led  private 
efforts  to  raise  awareness  and  funds  for  scleroderma  research.  The  Foundation  brought 
together  the  best  minds  of  science,  medicine,  and  technology  in  a  collaborative  effort  to 
find  a  cure  for  scleroderma  -  an  effort  that  establishes  "cure  advocacy"  as  its  central  focus. 
Cure  advocacy  brings  together  scleroderma  experts  and  top  scientists  from  all  basic 
scientific  disciplines  to  analyze  where  we  stand  in  the  science  of  scleroderma  and  to  identify 
the  most  promising  research  opportunities.  In  bringing  cutting  edge  science  to  the  problem 
of  scleroderma,  we  have  created  an  environment  where  truly  interdisciplinary,  multi- 
institutional  teams  work  together,  sharing  resources  and  ongoing  research  information  with 
one  common  goal  -  to  find  a  cure  for  scleroderma. 

Our  innovative  approach  has  already  produced  two  unique  research  centers:  the  San 
Francisco  Bay  Area  Scleroderma  Research  Center  and  our  new  East  Coast  Scleroderma 
Research  Center  on  the  National  Institutes  of  Health  campus  in  Bethesda,  Maryland. 
Privately  funded  through  our  efforts,  these  two  Research  Centers  are  bringing  together  the 
top  scientists  from  the  Johns  Hopkins  University  Medical  Center,  the  National  Institutes  of 
Health,  Stanford  Medical  Center,  the  University  of  California,  San  Francisco,  the 
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University  of  Maryland,  and  from  private  firms  in  the  Bay  Area  and  Baltimore  biotech 
corridors.  These  elite  research  teams  are  working  together  to  find  a  cure  for  scleroderma. 
A  Scientific  Advisory  Committee  guides  and  facilitates  the  research  teams  on  a  pro  bono 
basis.  The  members  of  the  committee  include  preeminent  scientists,  such  as  Dr.  Bruce 
Alberts.  President  of  the  National  Academy  of  Sciences,  Dr.  William  Rutter,  founder/CEO 
of  Chiron  Corporation,  the  directors  of  genetics  and  dermatology  at  Stanford  and  the 
Physician-in-Chief  at  the  Johns  Hopkins  Hospital. 

The  cure  advocacy  approach  magnifies  the  impact  of  every  dollar  invested  in  research. 
According  to  Dr.  Regis  Kelly,  Director  of  the  Cell  Biology  Department  at  the  University  of 
California.  San  Francisco,  "Every  $100,000  invested  in  this  kind  of  research  can  produce 
$  1 .000,000  of  results  compared  to  the  usual  method."  Since  the  Scleroderma  Research 
Foundation  started  in  1987,  it  has  funded  over  $3  million  in  research  projects.  Over  eighty 
percent  of  the  funds  raised  have  gone  directly  to  research  to  find  a  cure  for  scleroderma. 
As  Dr.  Kelly  explained,  "What  is  revolutionary  in  my  experience  is  a  streamlined,  rational, 
planned  system  of  research  to  get  the  fastest  results  in  the  most  efficient  way  possible  -  the 
biggest  bang  for  the  buck  —  instead  of  the  typical  piecemeal  approach." 

Through  cure  advocacy  the  Scleroderma  Research  Foundation  has  brought  together  private 
industry  and  academia  to  direct  and  manage  the  science  on  behalf  of  the  patients.  The 
Scleroderma  Research  Foundation  is  no  longer  just  encouraging  new  and  exciting  young 
researchers  into  the  field  with  special  grants.  It  is  no  longer  just  funding  the  very  best 
science  in  the  field.  Instead,  the  Scleroderma  Research  Foundation  is  now  driving  the 
science  in  the  direction  of  a  cure. 

However,  the  Foundation  cannot  do  it  all  alone.  People  suffering  and  dying  from 
scleroderma  need  the  pooled  resources  of  the  Nation  to  conduct  the  level  of  high-quality 
research  needed  to  help  find  a  cure.  They  need  the  help  of  their  Federal  government  to  find 

a  cure. 

NIAMS  SHOULD  BECOME  A  PARTNER 

As  the  scientific  community  learns  about  the  Foundation's  success  in  bringing  together 
private  industry  and  academia.  researchers  often  ask,  "Where  is  the  third  partner?  Where  is 
NIAMS?  NIAMS  should  be  adopting  and  fostering  this  type  of  approach." 

The  Scleroderma  Research  Foundation  has  successfully  met  the  challenge  of  raising  private 
funds,  bringing  together  the  top  scientists,  and  targeting  the  most  direct  approach  to  finding 
a  cure  for  chronic  illness.  The  Foundation  has  two  very  successful  and  productive 
Scleroderma  Research  Centers.  Yet  much  more  needs  to  be  done.  Much  more  can  be 
done. 

Congress  should  maximize  the  value  of  each  Federal  dollar  invested  in  biomedical  research 
matching  the  Foundation's  investments.  Congress  should  fund  $3  million  for  this  method 
of  research  through  NIAMS  or  another  appropriate  NIH  institute.  The  Scleroderma 
Research  Foundation  recommends  that  NIAMS  become  a  partner  in  cure  advocacy. 
NIAMS  should  fully  participate  in  our  multi-institutional,  multi-disciplinary  efforts  to  find  a 
cure  for  scleroderma  and  other  chronic  illnesses. 

As  a  first  step,  NIAMS  should  sponsor  an  international  symposium  on  scleroderma 
research.  Dr.  Michael  Lockshin,  Acting  Director,  NIAMS,  suggested,  and  indeed 
recommended,  organizing  an  international  symposium  attended  by  the  top  international 
scientists  to  identify  the  highest  priorities  for  basic  scientific  research  related  to 
scleroderma.  The  Scleroderma  Research  Foundation  is  willing  to  assist  NIAMS  to  conduct 
this  symposium.  The  Foundation  has  organized  two  similar  top-notch  symposia  with 
stellar  results.  Out  of  these  two  gatherings  came  the  priorities  for  our  two  Scleroderma 
Research  Centers  and  a  commitment  from  the  best  and  the  brightest  scientists  to  support 
our  research  efforts.  Again,  the  Foundation  is  only  asking  Congress  to  match  what  the 
Foundation  has  already  done.  A  plan  for  a  top-notch  international  symposium  on 
scleroderma  research  sponsored  by  the  NIAMS  would  support  unbelievable  advances  in 
the  current  state  of  knowledge  in  the  field.  The  progress  that  we  have  already  made 
through  our  collaborative  efforts  could  be  astronomically  magnified  with  almost  no  ripple 
in  the  total  health  research  spending.  That  is  the  power  of  partnership  in  cure  advocacy. 
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As  a  second  step,  NIAMS  should  help  create  a  national  registry  of  scleroderma  patients. 
Just  as  our  scientists  need  to  share  information  to  achieve  the  high-yield  results  of  their 
research,  so  must  those  who  are  involved  with  treating  this  disease  share  patient  informa- 
tion. The  next  point  in  our  critical  path  to  finding  a  cure  involves  creating  a  national  reg- 
istry for  scleroderma  patients.  The  collaborative  efforts  involved  in  creating  this  database 
again  arc  already  in  progress  at  our  San  Francisco  Bay  Area  Scleroderma  Research  Center. 
A  commitment  by  NIAMS  right  on  the  Bcthcsda  campus  would  advance  the  registry  and, 
consequently,  the  progress  of  our  innovative  results.  Our  regional  registry  is  a  testing 
ground  for  the  larger  program  that  is  critical  for  the  kind  of  information  sharing  that  will 
bring  us  closer  to  finding  a  cure  for  scleroderma  and  chronic  illness. 

CONCLUSION 

The  overall  partnership  that  we  are  proposing  is  much  greater  than  finding  a  cure  for 
scleroderma,  although  that  alone  is  worthy.  Adopting  and  fostering  a  collaborative 
research  approach  to  solve  chronic  illness  is  more  important  than  appropriating  millions  of 
dollars  for  one  disease.  The  Scleroderma  Research  Foundation  has  taken  the  initiative  with 
top  scientists  and  physicians  in  this  country  to  garner  the  funds  from  private  industry.  We 
are  asking  you  to  join  in  this  results-oriented  partnership  through  concentrated  Federal 
support.  Scleroderma  is  the  ideal  problem  to  solve  ~  a  trial  balloon  to  demonstrate  the 
success  of  this  research  approach.  The  Scleroderma  Research  Foundation  has  eight  years 
of  experience  and  two  Scleroderma  Research  Centers  which  we  have  brought  together  and 
funded.  We  ask  you  to  do  only  what  we  have  done  ourselves.  Use  this  partnership  and 
collaborative  approach  which  joins  private  industry,  academia  and  government  as  a 
springboard  to  find  a  cure  for  chronic  illness. 

Thank  you  for  allowing  us  the  opportunity  to  present  this  statement.  The  Scleroderma 
Research  Foundation  would  be  happy  to  answer  any  questions  Members  of  the  Committee 
may  have. 


STATEMENT  OF  CHRISTINE  STEVENS,  SECRETARY,  SOCIETY  FOR 
ANIMAL  PROTECTIVE  LEGISLATION 

On  behalf  of  the  Society  for  Animal  Protective  Legislation,  I  present  two  requests: 

I)  An  appropriation  for  establishment  of  a  research  fund  to  develop,  test  and  implement 
refined  restraint  techniques  for  nonhuman  primates  in  experimentation. 

II)  Rejection  of  the  Plan  produced  by  NIH  in  response  to  a  request  from  Congress. 

1)  We  respectfully  request  an  appropriation  ol'$l.(KM).(K)0  for  establishment  of  a  research  fund  that 
will  allow  the  biomedical  research  community  to  develop,  lest  and  implement  refined  restraint 
techniques  lor  nonhuman  primates. 

Involuntary  restraint  of  nonhuman  primates  is  tacitly  accepted  by  many  veterinarians  and  colony 
managers  as  a  given  methodological  characteristic  of  research  protocols  and  husbandry  practices. 
Some  primatologists.  however,  have  long  recognized  that  traditional  restraint  procedures  constitute 
uncontrolled  methodological  variables  (1-3).  The  animals  often  struggle  when  being  forcefully 
restrained,  not  only  because  of  the  physical  discomfort  but  because  of  adverse  conditioning,  with 
restraint  being  the  predictable  prelude  to  an  uncontrollable,  usually  stressful  procedure  (4-7).  Being 
removed  from  the  familiar  homccagc  during  most  restraint  situations  adds  to  the  anxiety  experi- 
enced, and  subjects  produce  increased  concentrations  of  Cortisol  (8)  and  often  show  gross  signs  of 
distress,  such  as  acute  diarrhea,  rectal  prolapse,  and  alarm  vocalization  (7,9). 

It  should  be  remembered  that  a  U.S.  Government  Principle  ( 1 0)  requires  the  investigator  to  consider 
that  procedures  causing  pain  or  distress  in  human  beings  may  also  cause  pain  or  distress  in  other 
animals.  There  should  be  little  doubt  that  forceful  physical  restraint  causes  primates  -  human  and 
nonhuman  primates  alike  -  physical  and  emotional  stress  (1 1).  Scientific  data  collected  from  such 
subjects  must  be  evaluated  with  particular  reservation,  taking  into  account  stress-related  deviations 
from  expected  normal  physiological  functions  and  behavioral  reactions.  The  data,  however,  are 
usually  not  collected  by  the  responsible  investigator  but  by  animal  caregivers,  animal  technicians  or 
student  helpers  (12.13).  Unaware  of  the  circumstances  under  which  her/his  research  data  were 
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collected,  the  investigator  cannot  account  for  the  variability  of  those  data.  It  is  self-evident  that  a 
stressed  animal  yields  stressed,  i.e.  confounded  data  that  arc  of  little  scientific  value  (14).  The  NIH 
Guide  for  the  Care  and  Use  of  Laboratory  Animals  (15)  aptly  notes  that  good  husbandry  minimizes 
variations  that  can  modify  an  animal's  response  to  experimentation.  However,  oblivious  to  the  fact 
that  the  experimental  animal  was  stressed  during  data  collection,  the  investigator  treats  such  data  as 
scientifically  reliable,  i.e.  normative.  The  statistical  analysis  will  require  an  extra  large  number  of 
experimental  subjects  or/and  rcpctition(s)  of  the  experiment  to  compensate  for  the  stress-related  high 
variance. 

Avoiding  the  data-biasing  effect  of  conventional  restraint  methods  will  automatically  reduce  the 
number  of  research  subjects  needed  to  justify  a  sound  statistical  data  analysis.  This,  in  turn,  will 
drastically  reduce  overall  research  costs  accruing  from  animal  procuration,  animal  housing,  animal 
care  personnel,  etc.  The  number  of  animals  for  which  an  investigator  is  requesting  funding  can  thus 
readily  be  reduced  if  he/she  is  required  to  make  sure  research  data  arc  collected  from  unstressed  rather 
than  stressed  animals. 

What  are  common  research-associated  procedures  that  are  stressful  for  nonhuman  primates?  So 
called  squeeze-backs  arc  used  to  push  an  animal  to  the  front  of  his/her  cage  and  immobilize  the  animal 
during  blood  collection,  injection  or  other  procedures.  Squeeze-backs  arc  also  used  to  force  an 
animal  to  leave  the  cage  and  enter  a  transfer  box.  Nets  are  used  to  catch  individual  animals  within 
groups  for  sample  collection.  Subjects  often  become  entangled,  requiring  forceful  extrication. 
Restraint  chutes  with  adjustable  rcstrictors  and/or  guillotine  panels  arc  used  to  immobilize  an  animal 
during  sample  collection.  Tables  or  specially  designed  boards  or  crosses  arc  used  to  manually  or 
mechanically  hold  an  animal  in  the  so  called  "crucifixion  position"  for  sample  collection,  electro- 
cardiographic recording  and  other  procedures.  Pillary  type  attachments  at  the  neck  and  waist  arc  used 
to  keep  an  animal  seated  in  so  called  "restraint  chairs"  during  sample  collection  and/or  psychological 
testing.  Special  tethers  arc  used  for  remote  sample  collection  via  chronic  cannulation  of  blood  vessels 
or  other  organs. 

A  recent  review  of  the  literature  assessed  physiological  responses  to  these  traditional  restraint 
procedures  (16).  Unintended  responses  include:  increased  Cortisol  secretion,  increased  cat- 
echolamine secretion,  increased  prolactin  secretion,  inhibition  of  the  secretion  of  gonadotrophic 
hormones,  termination  of  pregnancy,  alteration  of  respiratory  rate,  elevated  heart  rate,  elevated  blood 
pressure,  metabolic  acidosis,  pronounced  leukocytosis,  immune  suppression,  enzymatic  alterations, 
and  electrocorticographic  deviations.  Responses  persist  even  if  several  weeks  are  allowed  for 
habituation,  suggesting  that  primates  held  in  laboratories  do  not  adjust  to  being  forcefully  restrained. 
Data  collected  from  such  animals  arc  not  normative  but  are  bound  to  be  characterized  by  an  abnormal 
variability  and  hence  arc  of  reduced  value  for  a  sound  statistical  analysis  and  reliable  scientific 
interpretation. 

During  sample  collection  many  stress  sources  can  be  avoided.  Investigators  can  capitalize  on  the 
animals'  intelligence  and  train  research  subjects  to  cooperate  rather  than  resist  during  the  most 
common  procedures  such  as  capture  (17-20),  blood  sampling  (19,  21-26)  and  urine  collection  (27- 
28).  The  animals  arc  smart,  and  thus  little  time  is  needed  to  teach  them  how  to  cooperate.  For 
example,  a  total  of  only  six  hours  (i.e.  eight  minutes/animal)  were  required  to  condition  a  group  of 
45  rhesus  macaques  to  voluntarily  enter  a  chute  system  one  by  one  and  enter  a  transport  cage  to  allow 
capture  for  sample  collection  (29). 

Preliminary  findings  indicate  that  the  typical  data-biasing  distress  reactions  during  traditional 
restraint  procedures  can  be  avoided  by  training  the  subject  beforehand  to  cooperate  rather  than  resist 
For  example,  no  significant  Cortisol  responses  to  blood  collection  could  be  detected  in  1 5  male  and 
six  female  rhesus  (30)  during  a  data  collection  procedure.  These  animals  not  only  had  learned  to 
cooperate  but  allowed  handling  to  take  place  in  their  familiar  home  environment.  Average 
cumulative  training  time  invested  until  a  subject  voluntarily  presented  a  leg  in  the  partially  opened 
door  of  the  homceagc  and  displayed  no  resistance  during  blood  collection  was  40  minutes  for  the 
rhesus  and  35  minutes  for  the  stumptailcd  macaques  (26,25).  This  negligible  time  investment 
quickly  paid  off  in  shorter  handling  times,  more  valid  data,  and  reduced  health  risks  for  the  handler 
(heavy  animals  no  longer  need  to  be  carried;  cooperative  animals,  unlike  resisting  animals,  are 
unlikely  to  bite). 


343 


Stress-related  variations  of  research  data  can  be  reduced  or  eliminated  not  only  with  the  help  of 
training  programs,  but  also  by  providing  the  research  subject  social  support  during  distressing 
situations  such  as  chair-restraint  or  tether-restraint.  There  arc  always  possibilities  to  temporarily 
house  animals  in  such  a  way  that  the  experimental  subject  can  keep  continuous  visual  and  acoustic 
contact  with  another  familiar  conspccific  kept  close  by.  The  assumption  that  the  presence  of  a 
companion  has  a  protective  effect  under  stress  (3 1-34)  is  supported  by  a  preliminary  study  of  four 
adult  baboons  subjected  to  a  tether  restraint-condition.  The  animals  were  tested  under  single-housing 
and  social-housing  conditions.  Being  restrained  in  company  with  familiar  social  partners  resulted 
in  significantly  lower  resting  blood  pressure  and  heart  rales,  suggesting  that  companionship  buffered 
the  physiological  responses  to  the  otherwise  distressing  restraint  conditions  (35). 

A  special  research  fund  is  needed  to  expand  the  pilot  studies  in  order  to  consolidate  the  preliminary 
conclusion  that  research  data  collected  from  nonhuman  primates  do  not  need  to  be  biased  by  distress 
resulting  from  the  research  subject's  fear  and  discomfort  during  sample  collection.  The  research  fund 
will  support  projects  that: 

a)  Develop  further  training  techniques  for  each  category  of  research  animal/species. 

b)  Compare  new  refinement  techniques  (training,  social  support)  of  sample  collection  with 
traditional  methods  in  their  impact  on  the  research  subject's  normative  physiology.  Specific 
physiological  (e.g.  urine  Cortisol  concentration)  and  behavioral  (e.g.  alertness)  parameters  that  arc 
well  recognized  as  distress-sensitive  indicators  for  each  category/species  of  research  animals  will 
have  to  be  assessed. 

Published  information  justifies  the  inference  that  projects  supported  by  the  research  fund  will  lead 
to  substantial  cuts  in  research  costs.  Once  it  has  been  scientifically  demonstrated  on  a  wide-scale 
basis  that  data-biasing  distress  associated  with  sample  collection  can  be  readily  avoided,  the  new 
refinement  techniques  will  have  to  be  accepted  by  the  biomedical  community  because  they  will  help 
generate  more  reliable  research  data.  The  new  refinement  in  methodology  will  no  longer  justify  the 
traditionally  high  numbers  of  nonhuman  primates  assigned  to  research  on  multiple  repetitions  of 
experiments  with  unduly  stressed  animals.  Research  proposals  that  do  not  account  for  avoidable  bias 
of  data  collected  from  distressed  nonhuman  primates  should  not  be  funded  with  money  derived  from 
taxes.  This  is  a  burden  that  should  be  removed  from  American  tax  payers. 

II)  In  1993,  the  Congress  asked  NIH  to  report  on  its  work  for  development  of  alternatives  to 
laboratory  animals  through  their  replacement,  reduction  or  refinement  of  technique  to  prevent  animal 
suffering.  The  NIH  submitted  their  Plan  for  the  Use  of  Animals  in  Research  to  Congress  in  May  1 994. 
The  Society  for  Animal  Protective  Legislation  strongly  urges  this  distinguished  committee  to  reject 
this  NIH  plan  and  reiterate  its  instruction  to  NIH  as  expressed  in  Dr.  Barbara  Orlans'  letter  to  the 
editor  of  the  Johns  Hopkins  Center  for  Alternatives  to  Animal  Testing,  Fall  1994  bulletin: 

"Last  year,  the  U.S.  Congress  instructed  NIH  to  prepare  a  national  plan  describing  NIH's  efforts  to 
foster  the  Three  Rs  alternatives  (FRAME  NEWS  35,8).  Those  who  support  alternatives  viewed  this 
instruction  as  an  important  event,  because  NIH  influence  within  the  biomedical  community  is 
significant:  NIH  is  the  major  US  Government  funding  agency,  providing  some  two  billion  dollars 
annually  for  animal  research. 

The  instructions  from  Congress  on  10  June  1993  were  clear:  'The  Director  of  NIH. ..shall  prepare 
a  plan...  for  the  National  Institutes  of  Health  to  conduct  or  support  research  into...  methods  of 
biomedical  research  and  experimentation  that  do  not  require  the  use  of  animals...  that  reduce  the 
number  of  animals  in  such  research...  (and)  produce  less  pain  and  distress  in  such  animals...  (and) 
for  encouraging  the  acceptance  by  the  scientific  community  of  such  (alternative)  methods  that  have 
been  found  to  be  valid  and  reliable.' 

"The  NIH  report,  now  issued,  is  a  travesty.  Entitled  Plan  for  the  Use  of  Animals  in  Research,  the 
report  is  not  responsive  to  the  charge  from  Congress.  The  reader  would  not  even  know  that  this  report 
is  supposed  to  be  about  alternatives  until  reaching  Appendix  B  after  some  30  pages.  Alternatives  are 
rarely  mentioned  before  that.  Mainly,  this  report  deals  with  NIH  activities  in  support  of  various 
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models  for  biomedical  research.  This  is  quite  different  from  what  was  requested.  The  report  shows 
little  appreciation  of  the  concept  of  alternatives,  nor  of  what  NIH  could  be  doing. 

"This  is  yet  another  example  of  the  unfortunate  foot-dragging  of  NIH  regarding  alternatives.  Other 
countries,  such  as  the  UK,  the  Netherlands,  Sweden  and  Germany  have  active  government  programs 
providing  funding  for  all  of  the  Three  Rs.  In  contrast,  in  the  United  States,  significant  funding  from 
government  sources  for  the  Three  R's  is  lacking.  Here,  funding  for  alternatives  has  come  mainly 
from  industry,  private  foundations,  and  the  anti-vivisection  movement. 

"In  my  opinion,  Congress  should  reject  this  NIH  Plan  as  being  non-responsive  to  its  request.  An 
active  NIH  program  on  all  of  the  Three  R's  would  be  responsive  to  public  concern  and  is  long 
overdue. 
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STATEMENT  OF  THE  SOCIETY  OF  CRITICAL  CARE  MEDICINE 

Founded  in  1970  by  physicians  from  the  fields  of  anesthesiology,  internal  medicine,  pediatrics 
and  surgery,  the  Society  of  Critical  Care  Medicine  (SCCM)  is  the  only  professional 
organization  devoted  exclusively  to  the  multidisciplinary,  multiprofessional  care  of  the 
critically  ill  and  injured.  The  more  than  8,500  members  of  SCCM  —  the  physicians,  nurses, 
respiratory  therapists,  pharmacologists  and  pharmacists,  scientists,  researchers,  bioengineers, 
critical  care  industry  executives  and  other  allied  health  professionals  involved  in  the  care  of 
the  critically  ill  and  injured  worldwide —  blend  highly  specialized  knowledge,  skill  and 
expertise  into  a  coordinated  effort  to  achieve  the  best  possible  outcomes  for  the  4  to  6  million 
Americans  who  become  critically  ill  or  injured  each  year.  As  SCCM  celebrates  its  25th 
anniversary,  its  members  remain  dedicated  to  excellence  in  patient  care,  education,  research 
and  advocacy. 

As  the  critical  care  professionals  who  care  for  critically  ill  and  injured  patients  every  day,  the 
members  of  the  Society  of  Critical  Care  Medicine  are  cognizant  of  Congressional  efforts  to 
reduce  the  national  deficit.  However,  we  feel  strongly  that  the  projects  funded  by  the  Trauma 
Systems  Planning  Program  —  projects  that  will  result  in  the  significant  saving  of  lives  and 
dollars  —  must  continue  to  be  a  national  priority.  For  this  reason,  SCCM  urges  Congress  to 
provide  full  funding  of  this  program  at  $4.8  million  for  fiscal  year  1996.  If  the  $4.8  million 
budgeted  for  this  program  prevents  the  unnecessary  disability  of  even  a  handful  of  Americans, 
it  will  have  reimbursed  the  nation  by  saving  scarce  health  care  resources,  preventing  lost 
productivity  and  keeping  families  intact. 

In  1990  and  1991,  the  Society  of  Critical  Care  Medicine  advocated  for  passage  of  the  Trauma 
Care  Systems  Planning  and  Development  Act.  Funded  by  Congress  in  1992,  the  Act  currently 
helps  41  states  to  organize  resources  to  address  this  public  health  issue.  Grants  provided 
under  the  Act  enable  states  to  develop  demonstration  projects  to  improve  trauma  care  and 
emergency  medical  services  in  rural  areas,  as  well  as  to  improve  statewide  access  to  911 
emergency  systems.  Recent  action  by  House  and  Senate  committees  have  earmarked  drastic 
funding  reductions  which,  if  implemented,  will  reduce  this  program's  budget  for  FY  1996 
from  $4.8  million  to  $0.4  million  —  reductions  which  will  severely  curtail  work  in  progress 
and  deter  future  efforts. 

Critical  care  is  a  continuum  of  care  that  begins  when  the  patient  first  receives  medical 
treatment  by  paramedics  and  emergency  personnel.  Treatment  en  route  to  the  hospital  and 
care  in  the  emergency  room  are  the  next  important  steps  of  this  continuum.  Once  the  patient 
is  stabilized,  he  or  she  is  transferred  to  the  intensive  care  unit  where  round-the-clock  care  is 
provided  by  a  team  of  highly  trained  physicians,  nurses  and  allied  health  professionals.  If 
trauma  victims  are  to  be  given  an  optimal  chance  of  juryjyd,  each^te^  in  this  continuum 
must  be  intact  and  stand  ready  to  be  activated  at  a  moment's  notice.  The  funding  designated 
by  the  federal  trauma  care  planning  program  significantly  contributes  to  the  successful 
functioning  of  this  continuum  by  developing  trauma  care  systems  based  on  national  practice 
parameters  and  policies  related  to  triage,  transport  and  transfer  of  severely  injured  patients. 
As  many  as  25,000  lives  could  be  saved  each  year  if  patients  were  quickly  triaged  and 
transported  to  trauma  centers  prepared  to  care  for  their  particular  injury1. 

As  the  third  leading  cause  of  death,  injury  accounts  for  one  out  of  every  14  deaths  in  the 
United  States,  claiming  150,000  lives  each  year.  Moreover,  injuries  due  to  firearms,  violent 
injury,  assault  and  suicide  are  on  the  rise2.  Motor  vehicle  accidents  are  a  leading  killer, 
responsible  for  more  than  40,000  deaths  in  19923.  Sadly,  one  the  most  vulnerable  segments  of 
society  —  our  children  —  continue  to  be  victimized  by  traumatic  injury  caused  by  motor 
vehicle  accidents,  drownings,  fires,  burns  and  falls.  Trauma  is  the  number  one  killer  of 
children,  resulting  in  more  than  10,000  deaths  each  year  in  children  under  14  years  of  age. 
Nearly  four-fifths  of  all  deaths  for  people  between  the  ages  of  15  and  24  years  are  caused  by 
trauma4  including  trauma  associated  with  random  violence;  the  lifetime  costs  associated  with 
these  injuries  totals  $39.1  billion5.  Children  are  also  more  likely  than  adults  to  be  victims  of 
violent  crime  and  require  care  in  a  trauma  center  for  their  injuries6. 
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Studies  document  the  success  of  established  trauma  care  systems.  In  Orange  County, 
California,  implementation  of  such  a  system  resulted  in  preventable  trauma  deaths 
dramatically  declining  from  34  percent  to  15  percent7.  In  San  Diego,  California,  trauma  death 
rates  were  reduced  by  55  percent  following  implementation  of  a  trauma  care  system8.  In 
Washington,  D.C.,  trauma  deaths  fell  by  50  percent  in  the  five  years  following 
implementation  of  a  trauma  care  system9.  In  1982,  the  preventable  death  rate  in  Dade  County, 
Florida  was  21.1  percent;  after  a  trauma  care  system  was  implemented  in  1985,  the 
preventable  death  rate  for  Dade  County  fell  to  9  percent10.  Programs  which  reduce  trauma 
mortality  and  morbidity  enable  victims  of  injury  to  return  to  society  and  lead  full,  meaningful 
and  productive  lives. 

Establishment  of  a  national  trauma  care  system  is  beneficial  to  the  health  of  all  Americans 
and  to  the  health  of  the  nation's  economy.  An  article  in  the  February  1995  issue  of  The 
Archives  of  Surgery11  reported  that  extending  trauma  care  systems  nationwide  could  reduce 
annual  medical  care  payments  by  $3.2  billion.  If  productivity  losses  due  to  premature  death 
were  included  ($7.1  billion),  the  total  national  savings  of  such  a  system  could  total  $10.3 
billion  or  5.9%  of  national  injury  costs.  However,  estimates  show  that  less  than  25  percent  of 
the  entire  geographic  area  of  the  United  States  currently  are  served  by  trauma  care  systems12. 
To  provide  this  lifesaving  and  economic  care,  trauma  systems  must  be  operational  in  all 
communities  nationwide.  Through  the  continued  efforts  of  the  Trauma  Systems  Planning 
Program,  such  a  worthwhile  goal  can  be  achieved. 

Saving  the  lives  of  trauma  victims  is  vitally  dependent  on  early  intervention  and  rapid 
transport  to  a  designated  trauma  care  center.  In  an  editorial  in  the  February  1,  1995  issue  of 
the  Journal  of  the  American  Medical  Association13,  leading  trauma  physician  Donald  Trunkey, 
MD  stated  "  .  .  .there  is  a  positive  relationship  between  federal  funding  of  start-up  costs  and 
the  development  of  trauma  systems.  When  federal  support  wanes,  state  system  development 
falters,  which  is  clearly  not  in  the  best  interest  of  the  community.  Thus,  the  challenge  to 
Congress  is  to  maintain  a  modest  but  steady  influx  of  start-up  dollars  for  regional  health  care 
systems  whether  for  trauma  or  for  other  high-risk  disease  entities.  .  .Federal  funding  for  start- 
up costs  should  be  maintained  and  will  reap  handsome  dividends.  Regardless  of  the  outcome 
of  health  system  reform,  it  is  imperative  to  maintain  and  improve  the  quality  of  trauma  care 
as  costs  are  reduced.  " 

Projects  supported  by  the  Trauma  Systems  Planning  Program  encourage  the  optimal  delivery 
of  patient  care.  These  lifesaving  projects  must  remain  a  national  priority.  The  members  of  the 
Society  of  Critical  Care  Medicine  strongly  urge  members  of  the  Senate  Appropriations 
Committee  to  continue  to  provide  full  funding  of  this  vital  program  at  $4.8  million  in  fiscal 
year  1996.  The  Society  of  Critical  Care  Medicine  appreciates  the  opportunity  to  present  this 
written  testimony.  If  members  of  the  Senate  Appropriations  Committee  have  further  questions 
concerning  the  integral  role  of  the  Trauma  Systems  Planning  Program  has  played  in 
improving  the  delivery  of  quality  trauma  care  services  and  saving  lives,  please  contact  Lisa 
Parks,  SCCM  Director  of  Public  Affairs  at  714/282-6032. 
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STATEMENT  OF  THE  SOCIETY  OF  GENERAL  INTERNAL  MEDICINE 
Residency  Training  and  Faculty  Development  Programs 

The  Society  of  General  Internal  Medicine  (SGIM)  was  founded  in  1978  to  promote 
improved  patient  care,  teaching  and  research  in  primary  care  general  internal  medicine.  There 
are  approximately  2,700  members  of  SGIM.  The  clinical  excellence  of  practicing  internists  is 
evident  in  every  region  and  almost  every  community  of  our  nation.  Internists  provide  medical 
care  for  adult  patients  and  many  of  their  family  members;  they  are  both  personal  physicians  to 
patients  as  well  as  consultants  to  other  physicians.  These  physicians  are  experts  in  the 
management  of  complex  and  multi-system  illness,  including  the  illnesses  affecting  the  aged  and 
HIV-infected  populations.  As  experts  in  adult  medicine,  internists  trained  in  primary  care  become 
the  backbone  of  managed  care  systems.  Over  the  past  few  years,  therefore,  managed  care 
organizations  have  come  to  rely  on  general  internists  as  primary  care  providers  for  their  adult 
patients. 

Over  the  past  100  years,  internal  medicine  has  evolved  into  the  major  standard-setting 
discipline  for  both  American  medicine  and  medical  education.  Responsible  for  training  almost 
35%  of  all  physicians,  departments  of  internal  medicine  are  found  in  all  of  the  nation's  125 
medical  schools.  Internal  medicine  also  has  significant  capacity  through  its  416  accredited 
programs  in  teaching  hospitals  to  produce  the  greatest  number  of  generalist  physicians  in  the 
nation,  as  well  as  subspecialists  who  provide  clinical,  technological,  and  research  expertise  in  all 
the  medical  subspecialty  disciplines.  Standards  of  excellence  set,  in  large  part  by  internal 
medicine,  have  resulted  in  the  pre-eminence  of  health  care  in  the  United  States  and  the 
unparalleled  success  of  its  biomedical  and  health  services  research  achievements. 

SGIM  supports  the  leadership  and  efforts  of  Senator  Nancy  Landon  Kassebaum  in  the 
reauthorization  of  Title  VII  of  the  Public  Health  Service  Act  (S.  555,  the  Health  Professions 
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Education  Consolidation  and  Reauthorization  Act  of  1995).  We  recognize  the  challenge  of 
addressing  many  complex  issues  related  to  the  consolidation  and  reauthorization  of  the  health 
professions,  minority,  and  disadvantaged  health  education  programs.  However,  we  are  concerned 
with  the  potential  impact  of  the  proposed  legislation  on  the  viability  of  many  residency  training 
programs  in  general  internal  medicine  and  general  pediatrics. 

Title  VII  programs  represent  the  only  federal  effort  to  support  increased  training  of 
primary  care  physicians,  such  as  general  internists,  general  pediatricians  and  family  practice.  The 
impact  of  Section  748,  which  supports  grants  for  general  internal  medicine  and  general  pediatrics 
training  and  faculty  development,  has  been  effective.  As  a  result  of  Title  VII  grants,  internal 
medicine  training  programs  have  been  able  to  respond  to  the  nation's  need  for  producing  high 
quality  primary  care  physicians. 

Enclosed  is  a  copy  of  an  article,  "Career  Differences  between  Primary  Care  and 
Traditional  Trainees  in  Internal  Medicine  and  Pediatrics,"  (Annals  of  Internal  Medicine. 
1992: 1 16:482-487)  which  describes  a  study  of  all  residency  training  programs  in  internal  medicine 
and  pediatrics  to  assess  differences  in  career  choices  between  primary  care  trainees  and  other 
graduates  within  each  discipline.  According  to  the  results  of  the  study,  graduates  of  federally 
supported  primary  care  residency  training  programs  in  internal  medicine  have  chosen  generalists 
careers  more  often  than  graduates  of  specialty  oriented  residency  programs.  Between  1977  and 
1983,  primary  care  careers  were  chosen  by  54%  of  the  graduates  of  traditional  residencies  in 
internal  medicine  as  compared  with  72%  of  graduates  from  federally  funded  primary  care 
programs.  In  addition,  primary  care  graduates  were  found  to  have  higher  board  certification 
scores  and  were  more  likely  to  practice  in  medically  underserved  communities. 

Title  VII  funding  has  also  provided  critical  support  for  faculty  development  programs. 
Graduates  of  Title  VII  faculty  development  programs  have  remained  in  academic  settings  and,  to 
a  large  extent,  account  for  the  formation  of  over  350  sections  of  general  internal  medicine  based 
in  teaching  hospitals  throughout  all  parts  of  the  United  States.  Sections  of  general  internal 
medicine  provide  an  important  infrastructure  for  training  medical  students  in  primary  and 
ambulatory  care,  training  internists  who  will  practice  in  primary  care,  and  conducting  research 
on  primary  care.  They  also  provide  a  structure  for  primary  care  practices  in  some  of  the  most 
underserved  parts  of  the  nation.  Many  of  these  physicians  also  provide  much  needed  primary  care 
for  inner  city  populations.  Collectively,  these  generalist  physicians  comprise  the  largest  group  of 
primary  care  educators  in  the  country. 

The  potential  of  internal  medicine  to  reshape  the  nation's  medical  care  system  has  not  been 
fully  exploited.  As  the  nation's  largest  medical  discipline,  internal  medicine  has  the  capacity  to 
change  the  workforce  to  support  the  optimal  goals  of  high  quality  health  care  and  cost 
containment.  Title  VII  grants  are  needed  to  strengthen  and  sustain  internal  medicine's  emphasis 
on  primary  care  training.  This  training  must  begin  with  the  predoctoral  year  and  include  residency 
training  and  faculty  development. 

Previous  funding  levels  have  be?-  nadequate  to  support  many  worthy  programs.  The 
fiscal  year  1995  appropriation  of  $16.69j  million  supported  only  continuing  grants  for  general 
internal  medicine  and  general  pediatrics  residency  training  programs.  The  shortfall  in  funds 
available  for  competitive  applications  resulted  in  limited  training  opportunities  and  resources  for 
many  residency  programs.  In  addition,  potential  reductions  in  the  Federal  Government's 
financing  of  graduate  medical  education  (GME)  through  the  Health  Care  Financing  Administration 
(HCFA)  may  result  in  fewer  funds  for  supporting  training  in  general  internal  medicine  and  general 
pediatrics. 

The  lack  of  a  competitive  cycle  for  fiscal  year  1995  and  a  decrease  in  HCFA  GME  funds 
is  very  disturbing  given  the  need  for  increased  numbers  of  general  internists,  especially  as  it 
relates  to  the  nation's  aging  population  with  its  attendant  burden  on  chronic  disease  requiring 
primary  care.  The  present  system  of  allocating  funds  should  be  changed  to  reflect  the  proportion 
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of  primary  care  graduates  and  practitioners  in  the  United  States  and  not  disadvantage  general 
in'ernal  medicine  training  programs. 

SGIM  recommends  fiscal  year  1996  funding  of  $25  million  for  General  Internal 
Medicine  and  General  Pediatrics  Residency  Training  Programs. 

Health  Professions  Educational  Research 

In  addition  to  support  for  residency  training  and  faculty  development,  there  is  a  need  for 
medical  education  research.  It  is  vital  to  assess  the  impact  of  our  medical  education  system  and 
the  effect  (and  costs)  of  any  changes  introduced.  Such  changes  have  broad  implications  for  faculty 
development,  costs  and  health  care  delivery.  We  support  the  purpose  and  rationale  of  the  Health 
Professions  Educational  Research  initiative,  which  authorizes  funding  to  public  and  nonprofit 
educational  entities  for  conducting  research  on  various  health  professions  issues.  One  of  the  issues 
for  research  which  has  been  authorized  for  this  program  is  to  assess  the  impact  of  medical  school 
curriculum,  including  the  availability  of  clinical  training  in  ambulatory  care  settings,  to  the  extent 
the  curriculum  influences  the  percentage  of  physicians  selecting  primary  care  residencies  and 
selecting  primary  care  as  a  medical  career. 

SGIM  recommends  fiscal  year  1996  funding  of  $2.2  million  for  Health  Professions 
Educational  Research. 

Agency  for  Health  flare  Policy  and  Research 

General  internal  medicine  faculty  and  clinicians  play  an  important  role  in  health  services 
research,  with  an  emphasis  on  outcome  research,  clinical  epidemiology,  quality  improvement, 
meta-analysis  and  clinical  decision  making.  These  disciplines  are  critically  important  for 
improving  the  quality  of  primary  care  patient  care,  developing  effective  systems  of  primary  care, 
and  containing  costs. 

As  a  result  of  an  enormous  and  sustained  investment  in  biomedical  research  over  the  last 
40  years,  the  technical  capacity  of  the  United  States  health  care  system  is  unequaled  in  the  world. 
Relatively  few  dollars,  however,  have  been  invested  in  primary  care  research.  Despite  the 
technological  capabilities  of  the  nation's  health  care  delivery  system,  there  exists  inequities  in 
access  to  health  care  and  variations  in  costs.  An  expanded  research  program  examining  the 
organization  and  process  of  primary  care  is  essential  to  refine  rational  policy  development  and  to 
ensure  the  optimal  provision  of  services.  SGIM  strongly  supports  the  de  .  Vpmei.t  of  a  Center 
for  Primary  Care  Research  within  AHCPR. 

SGIM  supports  the  President's  recommendation  for  fiscal  year  1996  funding  of  $194 
million  for  the  Agency  for  Health  Care  Policy  and  Research. 

Conclusion 

Title  VII  education  grants  provide  the  only  federal  support  that  is  designated  for  primary 
care  and,  therefore,  is  likely  to  have  a  direct  impact  on  shifting  the  balance  of  this  nation's 
primary  care  workforce  toward  generalist  physicians.  Though  the  actual  appropriations  in  the  past 
have  been  small,  the  potential  for  these  grants  to  leverage  widespread  educational  change, 
affecting  all  physicians  in  training,  is  great.  Teaching  hospitals  and  academic  medical  centers  are 
facing  a  period  of  fiscal  cutbacks  at  a  time  when  primary  care  needs  in  many  areas  of  the  country 
cannot  be  met.  Therefore,  we  believe  that  an  expansion  in  funding  for  general  internal  medicine 
training  programs  is  critically  important  at  this  time. 

We  encourage  the  subcommittee's  leadership  through  support  of  Title  VII  grant  programs, 
health  professions  educational  research  and  AHCPR  sponsored  research.  We  are  confident  this 
funding  will  help  produce  a  more  suitable  physician  supply  and,  ultimately,  more  satisfied, 
healthier  patients.  The  Society  of  General  Internal  Medicine  is  committed  to  working  with  the 
subcommittee  and  to  serving  as  a  resource  for  this  effort. 
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The  2,700  members  of  the  Society  of  General  Internal  Medicine  (SGIM)  are  involved  in 
medical  student  training,  general  internal  medicine  resident  education  and  research  in  the  delivery 
of  primary  care.  The  general  internist's  special  skill  is  the  provision  of  primary  care: 
longitudinal,  coordinated,  comprehensive,  and  patient-centered  care  for  adults.  Primary  care 
directly  addresses  the  full  range  of  personal  health  needs  through  preventive,  curative,  and 
rehabilitative  care. 

SGIM  commends  the  subcommittee  for  supporting  graduate  medical  education  and  health 
services  research.  We  appreciate  the  opportunity  to  provide  testimony  regarding  the  workforce 
supply  of  general  internists  and  general  pediatricians  and  to  offer  recommendations  concerning 
fiscal  year  1996  appropriations  for  Title  VII  primary  care  training  programs,  health  professions 
educational  research  and  primary  care  research  sponsored  by  the  Agency  for  Health  Care  Policy 
and  Research  (AHCPR). 

For  fiscal  year  1996,  we  recommend  the  following  appropriations: 

General  Internal  Medicine  and  General  Pediatrics  Residency  Programs 

recommended  funding:        $25  million 

Health  Professions  Educational  Research 

recommended  funding:        $2.2  million 

Agency  for  Health  Care  Policy  and  Research 

recommended  funding:        $194  million 


STATEMENT  OF  EUGENE  BAUER,  M.D.,  PRESIDENT-ELECT,  THE 
SOCIETY  FOR  INVESTIGATIVE  DERMATOLOGY 

Mr.  Chairman  and  members  of  the  Subcommittee: 

I  am  grateful  for  this  opportunity  to  testify  before  you  today  on  behalf  of  the  Society  for 
Investigative  Dermatology.  My  name  is  Eugene  Bauer,  M.D.  I  am  a  professor  and  Chairman  of 
the  Department  of  Dermatology  at  Stanford  University. 

The  mission  of  the  Society  for  the  Investigation  of  Dermatology  (SID)  is  to  promote 
research  in  skin  disease  and  skin  biology.  The  2,000  members  of  the  SID  include  scientists  and 
physician  researchers  from  universities,  hospitals,  and  industry  committed  to  the  science  of 
dermatology.  It  is  the  conviction  of  our  membership  that  research  is  critical  to  improved 
prevention,  diagnosis,  and  treatment  for  those  Americans  afflicted  with  skin  disease.  My  purpose 
here  today  is  to  emphasize  the  need  for  increased  funding  of  the  programs  of  the  National 
Institute  for  Arthritis,  Musculoskeletal  and  Skin  Diseases  (NIAMS). 

Skin  disease  represents  an  important  health  concern  in  this  country.  Skin  disease  affects 
over  60  million  Americans  and  costs  over  $7  billion  each  year  in  treatment  and  lost  wages. 
According  to  the  U.S.  Bureau  of  Labor  Statistics,  occupational  skin  disease  represents  40%  of  all 
reported  cases  of  occupational  illness,  although  experts  believe  that  unreported  cases  may  out 
number  reported  cases  by  ten  to  fifty  fold.  In  addition,  one  in  twenty  physician  visits  in  this 
country  is  made  for  some  skin  ailment  or  24  million  visits  annually.  Research  supported  by 
NIAMS  is  crucial  to  our  efforts  to  provide  better  treatments  and  cures  for  skin  diseases. 

Despite  the  enormous  toll  of  skin  disease  and  the  other  diseases  in  its  portfolio,  NIAMS 
remains  underfunded.  Since  its  inception  in  the  late  1980's,  NIAMS  has  not  received  sufficient 
funding.  The  success  rate  for  grants  at  NIAMS  is  significantly  lower  than  the  success  rates  of 
other  institutes  at  the  NIH.  This  chronic  shortage  of  funds  is  limiting  scientists  in  their  efforts  to 
unlock  the  many  mysteries  of  skin  disease.  Perhaps  more  importantly  it  is  discouraging  young 
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scientists  from  entering  into  this  important  field  of  research.  The  SID  believes  that  funding  for 
NIAMS  must  be  incrementally  increased  over  several  years  until  it  reaches  parity  with  the  other 
institutes  at  the  NTH 

Epidermolysis  bullosa  (EB)  is  a  disease  I  am  very  familiar  with,  because  of  my  own 
research  and  my  work  with  the  EB  patient  registry.  EB  is  a  group  of  skin  diseases  characterized 
by  extreme  fragility  and  easy  blistering  of  the  skin  and  other  epithelia,  including  the  eyes  and 
airways.  These  blisters  often  lead  to  infections;  and  in  the  most  severe  forms  of  EB  the  blisters 
lead  to  chronic,  unremitting  wounds  which  result  in  extensive  scarring  of  the  affected  skin  and 
often,  an  early  death.  The  expenses  associated  with  a  child  with  severe  EB  are  staggering, 
between  $300,000  and  $400,000  annually.  Yearly  treatments  can  include  multiple 
hospitalizations,  kidney  dialysis,  numerous  surgeries  on  the  hands  and  other  extremities  to  ensure 
movement,  removal  of  skin  cancers,  amputation,  installation  of  feeding  tubes,  special  training  for 
parents  and  other  care  givers,  wheel  chairs,  speech  therapy,  and,  of  course,  funeral  expenses. 
Many  families  are  broken  by  the  financial  and  emotional  burdens  of  this  disease. 

Thanks  to  the  support  of  this  committee  and  its  response  to  the  moving  testimony  of 
Arlene  Pessar,  her  late  son  Eric  Lopez,  and  other  representatives  of  the  EB  patient  group, 
DEBRA,  we  are  making  progress.  The  support  of  this  committee,  and  especially  you,  Senator 
Hatfield,  has  been  crucial  to  the  establishment  and  success  of  an  EB  patient  registry.  Often,  it  is 
difficult  for  researchers  of  rare  disorders  to  enroll  a  sufficient  number  of  patients  in  clinical  trials 
or  to  gain  information  on  a  rare  disease,  but  the  creation  of  this  registry  has  improved  our  efforts 
to  reach  patients.  Efforts  are  now  underway  to  rename  this  registry  after  Eric  Lopez,  a  young 
man  familiar  to  many  of  you  on  this  subcommittee.  Eric  lost  his  battle  with  EB  last  fall,  but  his 
memory  will  continue  to  inspire  other  EB  patients  and  researchers. 

Skin  cancer  is  a  major  public  health  concern,  a  concern  of  federal  public  health  officials  as 
well  as  dermatologists.  Last  May,  the  Centers  for  Disease  Control  and  Prevention  (CDC) 
referred  to  skin  cancer  as  an  "undeclared  epidemic."  Skin  cancer  is  the  most  common  and  most 
rapidly  increasing  form  of  cancer  in  the  United  States.  One  out  of  every  three  cancer  diagnoses  is 
a  diagnosis  of  skin  cancer.  Nearly  1,000,000  cases  of  nonmelanoma  skin  cancer  ~  most 
commonly  basal  and  squamous  cell  cancers  ~  are  estimated  to  occur  each  year.  Melanoma  is  the 
most  deadly  form  of  skin  cancer,  accounting  for  over  75%  of  the  deaths  attributable  to  skin 
cancer.  Over  32,000  Americans  will  be  diagnosed  this  year  with  malignant  melanoma,  and  6,500 
will  die  from  melanomas. 

Reducing  death  and  morbidity  from  skin  cancer  is  possible  through  prevention,  education, 
early  detection,  and  research.  Two  years  ago,  with  the  support  of  this  Subcommittee,  the  CDC 
began  a  skin  cancer  initiative  designed  to  educate  the  public  and  health  professionals  about  the 
dangers  of  sun  exposure.  Dermatologists  and  public  health  officials  believe  that  skin  cancer  is  our 
most  preventable  of  cancers  have  carried  out  voluntary  skin  cancer  screenings  nationwide  for  the 
past  1 1  years.  We  continue  to  work  through  the  American  Academy  of  Dermatology  to  make 
this  public  health  initiative  a  success.  As  you  know,  the  American  Academy  of  Dermatology's 
free  skin  cancer  screening  is  now  in  its  1 1th  year.  We  urge  this  subcommittee  to  support  the  CDC 
in  its  efforts,  and  provide  this  program  with  $3  million  in  fiscal  year  1996.  The  $1.2  million 
increase  will  allow  the  CDC  to  enhance  its  public  education  effort  as  well  as  to  evaluate  current 
prevention  activities.  In  addition,  NIAMS  and  the  NCI  released  a  collaborative  RFA  for  research 
on  educational  strategies  for  the  prevention  of  skin  cancer.  The  RFA  entitled,  "Research  in  Public 
and  Profession  Education  for  the  Prevention  and  Control  of  Skin  Cancer,"  will  study  the  effects 
of  public  education  interventions  aimed  at  increasing  the  use  of  sunscreens  and  protective 
clothing,  limiting  exposure  to  solar  radiation,  avoiding  tanning  beds,  and  improving  other  risky 
behaviors  associated  with  skin  cancer. 

In  addition  to  prevention  activities,  researchers  are  actively  trying  to  defeat  skin  cancer. 
Recent  research  in  Boston  has  partly  solved  the  mystery  of  what  causes  a  suntan.  It  is  now 
known  that  a  suntan  is  the  body's  way  of  trying  to  excise  and  dispose  of  damaged  genetic 
material.  In  an  article  in  December's  Nature,  outlines  how  solar  radiation  penetrates  the  upper 
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layers  of  the  skin,  bombarding  the  basic  units  of  DNA  inside  the  skin  cell  nuclei,  and  fusing  them 
into  nonfunctional  fragments.  The  process  of  repairing  these  errors  can  go  awry  and  cause  the 
individual  to  develop  skin  cancer.  Other  researchers  have  found  that  fair-skinned  children  who 
spend  many  hours  in  the  sun  each  day  were  more  likely  to  develop  moles.  Moles  are  an  important 
indicator  of  risk  for  melanoma. 

The  SID  is  grateful  to  this  committee  for  its  active  support  for  the  creation  of  six  core 
centers  in  skin  disease  research.  The  six  centers  are  located  in  Boston  (the  Harvard  Skin  Disease 
Research  Center  at  Brigham  and  Women's  Hospital),  New  Haven  (Yale  University),  Atlanta 
(Emory),  Dallas  (University  of  Texas  Southwestern  Medical  Center),  Cleveland  (Case  Western 
University),  and  Nashville  (Vanderbilt  University).  The  goal  of  these  centers  is  to  promote 
collaboration  between  dermatologists  and  other  scientists  as  a  means  of  facilitating  innovative 
research  on  skin  diseases.  These  centers  study  the  biology  of  healthy  skin  as  well  as  the  affects  of 
disease  and  injury  on  the  skin. 

Researchers  at  the  skin  centers  are  engaged  in  important  and  fascinating  work.  In  Boston 
and  in  Texas,  researchers  are  working  to  develop  transgenic  mice  to  be  used  as  models  of  a 
variety  of  skin  diseases.  At  Yale,  scientists  are  trying  to  identify  tumor  suppressor  genes  which 
normally  function  to  control  the  growth  and  differentiation  of  normal  melanocytes,  but  if  mutated 
can  result  in  the  development  of  malignant  melanoma.  Scientists  in  Cleveland  are  making  inroads 
in  our  understanding  of  allergic  contact  dermatitis,  a  major  cause  of  occupational  skin  disease.  At 
the  Vanderbilt  Skin  Disease  Research  Center,  scientists  conduct  both  basic  and  applied  research 
focusing  on  agents  which  regulate  cell  growth  and  are  involved  in  cancer  invasion  and  spread  as 
well  as  wound  healing. 

I  cannot  emphasize  enough  how  necessary  it  is  for  us  to  understand  the  basic  structure  and 
function  of  the  skin  and  the  biological  activities  of  cells  that  reside  in  the  skin.  As  we  come  to 
know  healthy  skin,  we  can  better  understand  how  altered  cellular  function  leads  to  skin  disease  as 
well  as  how  the  skin  heals. 

Mr.  Specter  and  members  of  the  Subcommittee,  I  appreciate  your  attention  and  the 
opportunity  you  have  given  the  SID,  today.  For  fiscal  year  1996,  please  do  your  utmost  to  ensure 
that  NIAMS  is  given  parity  with  the  other  NIH  institutes.  I  would  be  honored  to  answer  any 
questions. 


STATEMENT  OF  LEWIS  L.  JUDD,  M.D.,  ON  BEHALF  OF  THE  SOCIETY 
FOR  NEUROSCIENCE 

Mr.  Chairman,  my  name  is  Dr.  Lewis  Judd.  I  am  the  Chairman  of  the 
Department  of  Psychiatry  at  the  University  of  California  at  San  Diego  and  a 
former  Director  of  the  National  Institute  of  Mental  Health.  In  addition,  I  am 
currently  the  Chair  of  the  Governmental  and  Public  Affairs  Committee  of  the 
Society  for  Neuroscience. 

I  am  testifying  on  behalf  of  the  Society  for  Neuroscience,  which  is  the 
largest  scientific  organization  in  the  world  dedicated  to  the  study  of  the  brain, 
nervous  system  and  spinal  cord.  Mr.  Chairman,  the  Society  for  Neuroscience  and 
I  are  very  grateful  for  this  opportunity  to  speak  to  you  and  this  Subcommittee. 
In  order  to  orient  you  to  the  Society,  it  consists  of  23,000  basic  and  clinical  brain 
scientists  affiliated  with  universities,  hospitals  and  scientific  institutions  throughout 
North  America.  It  represents  not  only  the  scientific  interests  of  its  membership, 
but  speaks  to  the  impact  of  brain  research  on  our  country's  economy  and  well 
being.  Neuroscientists  investigate  the  molecular  and  cellular  levels  of  the  brain 
and  its  nervous  system,  which  involve  such  vital  human  functions  such  as  our 
being  able  to  see,  to  hear,  to  speak,  to  behave,  and  to  think.  This  essential 
research  provides  the  basis  for  advances  in  the  medical  fields  concerned  with 
treating  brain  disorders.  These  medical  specialties  include  psychiatry,  neurology, 
geriatrics,  developmental  disability,  neurosurgery,  and  ophthalmology. 
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Brain  diseases  affect  more  than  50  million  Americans  annually  at  costs 
exceeding  $400  billion  in  direct  costs  for  clinical  care  and  in  lost  productivity. 
The  more  than  1,000  disorders  of  the  brain  and  nervous  system  result  in  more 
hospitalizations  than  any  other  disease  group,  including  heart  disease  and  cancer. 
The  wide  prevalence  of  brain  disorders  in  the  United  States,  together  with  high 
annual  costs  that  exceed  the  annual  federal  budget  deficit,  combine  to  make  these 
conditions  the  number  one  public  health  problem  now  confronting  this  nation.  The 
consequences  of  brain  disorders  contribute  to  some  of  today's  most  fundamental 
and  troubling  society  problems  including  drug  and  alcohol  addictions,  the 
breakdown  of  the  family,  the  rapid  rise  in  suicide  rate  in  our  youth,  the  mental 
deterioration  of  our  elderly  due  to  Alzheimer's  disease,  and  the  scandal  of  the 
homeless  mentally  ill.  Brain  diseases  gained  even  greater  recognition  last  fall 
when  former  President  Ronald  Reagan  revealed  that  he  too  is  a  victim  of 
Alzheimer's.  Tens  of  millions  of  our  citizens  who  suffer  from  brain  disorders 
look  to  neuroscientists  as  their  only  hope  for  relief  from  these  crippling  diseases. 
They  also  look  to  this  Subcommittee  and  its  new  leadership  to  appropriate  the 
necessary  funds  to  implement  your  mandate  of  the  "Decade  of  the  Brain,"  which 
will  allow  our  scientists  to  provide  the  answers,  solutions  and  new  treatments  in 
order  for  our  citizens  to  live  more  productive  lives. 

The  young  field  of  neuroscience  has  already  made  major  contributions  to 
the  welfare  of  the  nation's  citizens.  New  insights  and  effective  treatments  have 
been  developed  for  previously  hopeless  diseases,  including  Alzheimer's, 
Parkinson's,  severe  depression,  stroke,  schizophrenia,  and  the  treatment  of  pain. 
The  brain  mechanisms  that  underlie  substance  abuse,  a  currently  insoluble 
problem  inextricably  intertwined  with  the  epidemic  of  violence  and  crime  in  our 
society,  are  now  being  defined  and  will  provide  more  efficacious  treatment 
strategies.  In  addition,  we  are  having  great  success  in  characterizing  the  brain 
circuitry  structures  that  underlie  learning,  memory  and  emotion. 

It  is  the  Society  for  Neuroscience  that  has  the  primary  responsibility  for 
carrying  out  the  mandate  of  the  Joint  Resolution  of  Congress  and  the  Presidential 
Proclamation  in  declaring  this  to  be  the  "Decade  of  the  Brain."  While  our  past 
achievements  testify  to  the  enormous  benefits  to  our  society  from  this  enlightened 
investment  in  research,  limited  federal  funds  threaten  the  entire  biomedical 
research  enterprise.  In  the  last  five  years,  we  have  made  a  superb  beginning  in 
implementing  the  "Decade  of  the  Brain"  Proclamation,  but  we  will  be  unable  to 
sustain  this  remarkable  scientific  progress  and  achieve  the  goals  of  the  "Decade 
of  the  Brain"  without  selectively  greater  increases  in  appropriations  from  this 
Subcommittee  for  neuroscience  research.  Only  with  increased  appropriations  will 
the  "Decade  of  the  Brain"  become  a  reality. 

In  a  time  of  spiraling  federal  budget  deficits  when  this  Subcommittee  has 
been  forced  to  hold  hearings  on  Fiscal  Year  1995  recissions,  it  may  be  difficult 
to  imagine  spending  increases  for  next  year.  Only  the  programs  which  are  most 
crucial  to  the  American  economy  and  the  welfare  of  the  American  people  deserve 
funding  increases.  Yet  recent  studies  indicate  that  every  federal  dollar  invested  in 
science  and  technology  results,  on  average,  in  a  50%  return  to  the  U.S.  economy. 
For  decades,  economists  have  maintained  that  science  and  technology  development 
is  a  major  determinant  of  economic  growth,  but  research  dollars  have  not  kept 
pace  with  inflation  or  the  number  of  scientists  competing  for  grants.  Increased 
investment  in  scientific  and  technological  opportunities  in  neuroscience  research 
is  a  prudent  and  rational  step  in  strengthening  the  U.S.  economy  and  achieving 
the  new  Congress'  goal  of  balancing  the  budget  by  the  year  2002.  Only  by 
supporting  basic  neuroscience  research  can  this  nation  hope  to  cut  into  the 
overwhelming  costs  of  brain  disorders. 
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Modern  neuroscience  is  on  the  threshold  of  making  important  scientific 
breakthroughs  in  a  number  of  brain  diseases,  which,  for  centuries,  have  perplexed 
clinicians  and  ravaged  those  affected.  To  lose  this  momentum  now  would  be  an 
economic  tragedy  and  detrimental  for  the  health  of  the  nation.  This  makes 
increased  investment  in  neuroscience  research  and  the  full  implementation  of  the 
"Decade  of  the  Brain"  not  only  an  absolute  necessity  but  among  the  highest 
priorities  for  the  appropriations  made  by  this  Subcommittee. 

To  ensure  the  full  implementation  of  the  "Decade  of  the  Brain,"  the  Society 
for  Neuroscience  recommends  the  following: 

I.  We  support  the  Ad  Hoc  Group  for  Medical  Research  Funding,  made  up  of 
over  160  national  medical  and  scientific  societies,  voluntary  health  groups, 
and  academic  and  research  organizations,  which  are  dedicated  to  the  future 
of  the  nation's  biomedical  and  behavioral  research,  in  recommending 
strongly  that  this  Subcommittee: 

*  Appropriate  $13  billion  for  the  National  Institutes  of  Health,  which 
is  $1.7  billion,  or  15%,  above  the  FY  1995  NIH  appropriation. 

II.  Specific  Institute  requests: 

*  National  Institute  of  Mental  Health  (Society's  request:  $596  million) 

*  National  Institute  of  Neurological  Disorders  and  Stroke  (Society's 
request:  $870.843  million) 

*  National  Institute  on  Deafness  and  Other  Communication  Disorders 
(Society's  request:  $278  million) 

*  National  Eye  Institute  (Society's  request:  $422.269  million) 

*  National  Institute  on  Aging  (Society's  request:  $476.9  million) 

*  National  Institute  of  Child  Health  and  Human  Development  (Society's 
request:  $795.455  million) 

*  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (Society's 
request:  $228.215  million) 

*  National  Institute  on  Drug  Abuse  (Society's  request:  $600  million) 

*  National  Institute  of  Dental  Research  (Society's  request:  $261.7 
million) 


The  Society  for  Neuroscience  is  grateful  for  this  opportunity  to  present 
testimony  to  this  distinguished  Subcommittee  and  will  be  pleased  to  answer  any 
questions  the  Members  or  Chairman  may  have. 


STATEMENT  OF  JUDY  JACOBSON,  EXECUTIVE  VICE  PRESIDENT  AND 
SUSAN  HOLLANDER,  PRESIDENT,  ON  BEHALF  OF  THE  SUDDEN  IN- 
FANT DEATH  SYNDROME  ALLIANCE 

Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  the 
opportunity  to  submit  testimony  to  you  regarding  the  federal 
government's  response  to  and  funding  of  Sudden  Infant  Death 
Syndrome  (SIDS) . 

SIDS  is  a  frightening  disease  that  knows  no  economic  or  cultural 
boundaries;  it  can  strike  an  infant  from  any  country,  culture,  or 
socio-economic  background.  In  the  typical,  but  always  tragic  SIDS 
case,  an  apparently  healthy  child  is  put  to  bed  without  any 
indication  that  something  is  wrong.  Sometime  later,  the  infant  is 
found  dead.  The  infant's  prior  medical  history,  a  complete 
postmortem  examination,  and  a  thorough  investigation  of  the  death 
scene  provide  no  explanation  for  the  cause  of  death. 
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In  this  country  approximately  7,000  infants  die  each  year  as  a 
result  of  SIDS  —  nearly  one  baby  every  hour,  every  day.  SIDS  is 
the  leading  cause  of  death  for  infants  one  week  to  one  year  of  age. 
It  is  a  major  component  of  the  high  rate  of  infant  mortality  in  the 
United  States,  yet  we  still  do  not  know  what  causes  SIDS  nor  how  to 
prevent  it  from  claiming  so  many  young  lives. 

Although  cases  of  the  syndrome  have  been  noted  since  biblical 
times,  organized  scientific  research  into  the  cause  of  SIDS  is 
recent,  dating  to  the  mid-1970' s.  The  primary  federal  agency 
responsible  for  conducting  research  into  SIDS  is  the  National 
Institute  of  Child  Health  and  Human  Development  at  the  National 
Institutes  of  Health. 

In  addition  to  federal  funding  of  SIDS  research,  there  are  other 
agencies  involved  in  SIDS  efforts.  The  Centers  for  Disease  Control 
are  working  on  establishing  a  standardized  death  scene 
investigation  protocol  for  SIDS  incidents;  and  the  Maternal  and 
Child  Health  Bureau  of  the  Health  Resources  and  Services 
Administration  is  moving  forward  with  implementing  SIDS  service 
initiative  recommended  by  the  federally  funded  national  needs 
assessment.  An  Interagency  Panel  on  SIDS,  which  includes  the 
Health  Resources  and  Services  Administration,  National  Institutes 
of  Health,  Centers  for  Disease  Control  and  Prevention,  Indian 
Health  Services,  Food  and  Drug  Administration,  Substance  Abuse  and 
Mental  Health  Service  Administration,  US  Consumer  Product  Safety 
Commission,  Department  of  Defense,  Administration  for  Children  and 
Families,  and  the  Department  of  Justice  help  coordinate  SIDS 
activities  between  government  agencies. 

National  Institute  of  Child  Health  and  Human  Development 

Mr.  Chairman,  thanks  to  the  funding  which  has  been  provided  by  this 
Subcommittee,  researchers  supported  by  the  NICHD  SIDS  Program  have 
been  making  real  progress  in  the  fight  against  SIDS.  In  1988,  at 
the  request  of  Congress,  the  NICHD  assembled  a  group  of  scientists 
to  examine  the  current  state  of  knowledge  about  SIDS  and  articulate 
future  SIDS  research  needs.  The  result  of  this  effort  was  the  SIDS 
Five  Year  Research  Plan.  The  Five  Year  Plan  was  so  successful  and 
productive  that  a  second  SIDS  Five  Year  Plan  was  initiated  in  FY95. 

Through  research  projects  sponsored  by  NICHD,  scientists  are 
expanding  our  base  knowledge  of  SIDS  and  our  understanding  of  the 
causes  and  underlying  mechanisms  of  the  syndrome.  Research 
objectives  have  focused  on:  identifying  infants  at  risk  for 
becoming  victims  of  SIDS  including  developing  markers  to  detect 
which  babies  are  most  vulnerable;  clarifying  the  relationship 
between  high-risk  pregnancy,  high-risk  infancy,  and  SIDS; 
investigating  factors  which  place  babies  at  higher  risk  and 
stresses  that  may  trigger  a  SIDS  occurrence;  and  exploring 
mechanisms  and  interventions  that  may  prevent  SIDS  deaths. 

Provided  below  are  a  few  highlights  of  the  accomplishments  of  the 
first  SIDS  Five  Year  Research  Plan,  as  well  as  some  indications  of 
the  direction  of  future  research  concentrations  outlined  in  the 
second  SIDS  Five  Year  Research  Plan: 

FY90  and  FY91  -  NICHD  funded  the  establishment  of  a  repository  for 
brain  and  tissue  specimens  from  infants  and  children  with  various 
neurodevelopmental  disorders.  Greatly  enhancing  the  resources 
available  for  SIDS  investigation,  the  accessibility  of  brain  and 
tissue  samples  have  lead  to  an  improved  understanding  of  the  causes 
of  SIDS  and  the  abnormalities  of  SIDS  infants.  One  theory  that  has 
emerged  is  that  SIDS  infants  may  be  born  with  a  brain  deficit  that 
makes  them  vulnerable  because  they  do  not  respond  appropriately  to 
decreased  oxygen  or  increased  carbon  dioxide  during  sleep. 
Another  study,  focused  on  the  effectiveness  of  apnea  monitors  in 
identifying    and    describing    life    threatening    events,    was  also 
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initiated  in  FY91.  The  hope  is  that  information  gained  from  this 
research  will  aid  in  the  development  of  home  monitoring  systems 
that  will  be  simples,  more  specific,  and  have  greater  potential  to 
identify  infants  poised  to  have  a  life-threatening  episode  in  time 
to  save  the  infant. 

FY92  -  NICHD  carried  out  a  multi-disciplinary  project  on  the 
maturation  of  sleep  states  in  the  infant  and  the  maturation  of  life 
sustaining  mechanisms  during  sleep.  It  is  hypothesized  that  the 
rapid  developmental  changes  in  these  mechanisms  and  their 
interactions  may  make  an  infant  vulnerable  to  sudden  death  during 
a  sleep  period.  Also  during  FY92  NICHD  conducted  a  study,  in 
cooperation  with  the  Indian  Health  Service  and  the  Centers  for 
Disease  Control  and  Prevention,  that  investigated  the  causes  of  and 
risk  factors  for  the  high  rate  of  SIDS  incidents  in  the  Native 
American  population  in  the  Aberdeen  area. 

FY93  -  NICHD-sponsored  researchers  investigated  reports  of  studies 
performed  in  Australia,  New  Zealand  and  the  United  Kingdom  which 
suggested  a  significantly  increased  incidence  of  SIDS  for  infants 
put  to  sleep  in  the  prone  (stomach-down)  position.  The  initial 
reports  from  abroad  resulted  in  a  recommendations  by  the  American 
Academy  of  Pediatrics  to  place  infants  on  their  backs  or  sides  to 
sleep.  Based  upon  research  needs  identified  in  FY91  regarding  the 
effectiveness  of  home  monitoring,  NICHD  provided  research  grants  to 
establish  a  clinical  network  of  investigators  to  conduct  a  standard 
protocol  for  high  risk  infants  and  develop  centralized  data 
collection  and  analysis.  This  research  has  added  to  our 
understanding  about  the  maturation  of  heart  and  respiratory 
functions  in  sleeping  infants  and  has  also  assisted  in  the 
development  of  new  monitoring  technology.  The  ultimate  goal  is  to 
establish  specific  variables  (such  as  the  infant's  cry, 
cardiorespiration  and  sleep  characteristics)  which  may  be  used  to 
predict,  singly  or  in  combination,  life  threatening  events  in  high 
risk  infants. 

FY94  -  NICHD  sponsored  a  SIDS  conference  where  over  30  scientist 
from  around  the  world  presented  data  on  the  effects  of  reducing 
SIDS  risk  factors  —  particularly  infant  sleep  position  —  on  the 
SIDS  rates.  An  overwhelming  consensus  was  achieved  that  there  is 
convincing  evidence  that  side  or  back  sleeping  has  been  responsible 
for  declines  in  SIDS  rates  of  as  much  as  50-70%  in  other  countries. 
As  a  result,  in  May  1994,  the  NICHD  and  other  members  of  the  U.S. 
Public  Health  Service,  along  with  the  American  Academy  of 
Pediatrics,  the  SIDS  Alliance,  and  the  Association  of  SIDS  Program 
Professionals  launched  the  "Back  to  Sleep"  campaign  in  the  U.S.  to 
encourage  parents  to  put  healthy  babies  to  sleep  on  their  backs  or 
sides.  Although  a  few  states  have  begun  to  report  reductions  in 
their  SIDS  rates,  overall  U.S.  data  is  too  preliminary  to  provide 
nationwide  conclusions.  Additional  research  and  public  awareness 
efforts  are  needed  to  accomplish  the  results  achieved  abroad,  but 
perhaps  over  the  next  several  years  the  U.S.  will  be  able  to  report 
similar  progress  in  the  fight  against  SIDS. 

FY95  and  Future  Efforts  -  Beginning  in  FY95,  thanks  to  the  funding 
generously  provided  by  this  Subcommittee,  the  second  SIDS  Five  Year 
Research  Plan  is  being  initiated,  enabling  NICHD  to  expand 
activities  in  several  key  areas.  Crucial  research  efforts  to  be 
conducted  include:  studies  of  event  recording  of  high  risk 
infants;  expanding  the  infant  mortality  study  in  the  Aberdeen  area; 
conducting  a  longitudinal  study  to  correlate  prevalence  of  infant 
care  practices  with  SIDS  rates  over  time;  and  utilizing  diagnostic 
methods  to  assess  neurologic  integrity  in  neonates.  In  addition, 
the  NICHD  would  like  to  initiate  two  new  programs  if  adequate 
funding  is  available.  The  first  is  a  prospective  study  designed  to 
validate  potential  predictive  biologic  tests  for  SIDS  risk  in  the 
general    population.       The    second    are    studies    to    increase  our 
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knowledge  of  the  immune  response  of  the  infant  as  it  pertains  to 
the  interaction  between  infectious  processes,  the  immune  system, 
and  their  effect  on  the  nervous  system.  This  will  facilitate  the 
understanding  of  how  high  risk  infants  may  become  vulnerable  to 
SIDS  upon  infection. 

The  SIDS  Alliance  is  grateful  for  the  Subcommittee's  past  support. 
We  urge  you  to  again  provide  full  funding  in  the  amount  of 
$15,300,000  for  the  second  year  of  the  second  Five  Year  SIDS 
Research  Plan  so  that  NICHD  can  complete  these  critical 
initiatives.  Further  research  is  essential  to  find  the  reasons 
for,  and  means  of  preventing,  the  tragedy  of  Sudden  Infant  Death 
Syndrome . 

Centers  for  Disease  Control 

Due  to  inconsistencies  from  state  to  state  at  the  scene  of  an 
unexplained  infant  death,  in  1993  Congress  recommended  that  a 
standard  death  scene  protocol  be  established.  The  hope  was  that 
the  death  scene  protocol  would  be  adopted  by  states  as  a  means  of 
developing  a  better  statistical  grasp  on  SIDS  cases,  and  would  help 
to  avoid  awkward  and  sometimes  emotionally  charged 
misunderstandings  at  the  scene.  In  July  1993,  the  Centers  for 
Disease  Control  and  Prevention  and  the  National  Institute  of  Child 
Health  and  Human  Development  held  a  workshop  on  "Guidelines  for 
Scene  Investigation  of  Sudden  Unexplained  Infant  Deaths".  The 
proceedings  of  the  workshop  were  published  in  the  American  Journal 
of  Forensic  Sciences.  These  guidelines  are  now  going  to  be 
discussed  at  an  interagency  panel  meeting  this  month.  The  long 
term  goal  of  the  Alliance  is  to  encourage  state's  adoption  of  the 
guidelines. 

Maternal  and  Child  Health  Bureau 

In  1992  at  the  request  of  Congress,  the  Maternal  and  Child  Health 
Bureau  funded  a  national  assessment  of  SIDS  Services.  The  goals  of 
the  assessment  were  to:  1)  identify  the  numbers  and  incidence  of 
SIDS  in  each  state,  district  and  territory;  2)  identify  the  case 
referral  and  case  management  system  for  SIDS  deaths  in  each  state, 
district  and  territory;  3)  characterize  patterns  of  utilization  of 
existing  SIDS  services  in  each  state,  district  and  territory;  and 
4)  identify  the  training  of  individuals  responding  to  a  SIDS  death 
in  the  community. 

As  a  result  of  the  responses  to  the  survey,  the  MCHB  indicated  that 
a  coordinated  federal  effort  to  standardize  procedures  and  criteria 
for  SIDS  diagnosis  is  needed.  In  addition,  they  recommended  that 
Medical  Examiner/Coroners  be  educated  regarding  SIDS  diagnosis  and 
referral  to  local  resources,  and  that  MCHB  should  support  regional 
training  programs  for  health  professionals  in  case  management  of 
families  experiencing  an  infant/child  death. 

One  of  the  recommendations  in  the  Nationwide  Survey  is  that  the 
MCHB  support  regional  training  programs  for  health  professionals  in 
case  management  of  families  experiencing  an  infant/child  death,  and 
suggested  regional  "train  the  trainer"  programs  as  the  most  cost 
effective  strategy  to  accomplish  this  recommendation.  In  response, 
the  MCHB  began  working  in  conjunction  with  SIDS  organizations  in 
Maryland,  Minnesota  and  New  Mexico  to  develop  a  core  curriculum  for 
multiple  disciplines  who  come  into  contact  with  SIDS  families.  The 
curriculum  includes  bereavement  support  following  an  infant  death 
as  well  as  ways  to  reduce  SIDS  deaths  in  the  future.  Once  the 
curriculum  is  completed,  training  conferences  will  be  held  in  the 
East,  Midwest  and  Western  regions.  Those  trained  at  the 
conferences  will  then  go  on  to  train  others  at  the  state  and  local 
levels. 
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The  MCHB  continues  to  fund  the  National  SIDS  Resource  Center,  a 
major  source  of  current  information  about  SIDS.  MCHB  is  also 
funding  four  demonstration  grants  focusing  on  reducing  the  risk  of 
infant  deaths  following  pregnancies.  Utilizing  the  past  successes 
of  the  SIDS  information  and  counseling  service  programs,  the  MCHB 
is  encouraging  the  expansion  of  this  model  to  encompass  all  infant 
deaths,  especially  in  smaller  urban  and  rural  areas. 

MCHB  is  also  collaborating  with  various  public  and  private  groups 
who  provide  infant  loss  counseling  and  who  strive  to  reduce  or 
prevent  infant  mortality.  For  instance,  one  specific  effort 
supported  by  the  MCHB,  along  with  the  American  College  of 
Obstetrics  and  Gynecologists,  is  the  National  Fetal  and  Infant 
Mortality  Review  Projects. 

As  we  are  all  too  painfully  aware,  Sudden  Infant  Death  Syndrome  has 
historically  been  a  mystery,  leaving  in  its  wake  devastated 
families  and  bewildered  physicians.  In  the  past  there  have  been  no 
answers  to  why  a  baby  dies  of  SIDS.  For  new  and  expectant  parents 
there  have  been  no  answers  on  how  to  prevent  SIDS  from  claiming 
their  child.  But  today,  we  are  beginning  to  find  some  of  the 
answers  such  as  factors  that  increase  the  risk  for  SIDS  and  actions 
parents  can  take  to  reduce  the  risks.  Recent  research  has  provided 
us  with  an  unprecedented  opportunity  to  decrease  the  number  of  SIDS 
deaths  by  alerting  new  parents  about  a  few  simple  steps  that  they 
can  take.  It  is  important  to  realize  however,  that  while  following 
the  recommendations  presented  may  help  to  prevent  some  SIDS  deaths, 
it  will  not  save  all  babies;  we  still  do  not  know  what  causes  SIDS 
nor  do  we  know  how  to  predict  which  babies  are  vulnerable. 

There  is  still  a  great  deal  more  that  needs  to  be  done  in  the  fight 
against  SIDS.  It  would  truly  be  a  tragedy  if  research  efforts  were 
halted  or  delayed  at  the  point  when  so  much  progress  can  be  made. 
Research  capability  and  technology  are  available  to  conduct 
additional  studies  that  will  advance  our  abilities  to  eliminate 
SIDS.  Now  is  the  time  for  us  to  do  something  about  SIDS  and 
prevent  babies  from  dying  of  SIDS  in  the  future. 

We  urge  the  subcommittee  to  support  SIDS  research  by  funding  the 
National  Institutes  of  Health  at  a  level  of  $12,694,000,000  for  FY 
96  and  the  NICHD  at  a  level  of  $575,018,000,  a  12%  increase  for 
both.  Earmarking  $15,300,000  for  SIDS  research  in  FY96  is  a 
critical  factor  in  our  continued  progress. 

On  behalf  of  the  thousands  of  families  who  have  been  devastated  by 
the  loss  of  a  baby  to  SIDS,  and  the  millions  of  concerned  and 
frightened  new  parents  each  year,  we  thank  you  for  your  past 
support  and  for  enabling  the  Sudden  Infant  Death  Syndrome  Alliance 
to  provide  this  testimony.  If  you  have  any  questions,  please  do 
not  hesitate  to  contact  us. 


STATEMENT  OF  THE  TRI-COUNCIL  FOR  NURSING 

This  statement  is  written  on  behalf  of  the  Tri-Council  for  Nursing,  a  body 
comprised  of  4  major  national  nursing  organizations: 

•  The  American  Association  of  Colleges  of  Nursing  representing  over  460  senior  colleges 
and  universities  with  baccalaureate,  master's  and  doctoral  nursing  education  programs 
across  the  United  States; 

•  The  American  Nurses  Association  with  205,000  registered  nurse  members  in  53 
constituent  state  and  territorial  nurses's  associations; 

•  The  American  Organization  of  Nurse  Executives  representing  6,000  nurses  in  executive 
practice  in  60  chapters  nationwide;  and 
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•         The  National  League  for  Nursing  including  1,620  accredited  nursing  programs,  46 

constituent  state  leagues,  104  health  care  institutions,  and  15,000  individual  members, 
including  consumers,  faculty  in  schools  of  nursing  and  nurse  practitioners  in 
community  nursing  centers. 

These  organizations  are  committed  to  ensuring  a  strong  federal  role  for 
nursing  education  and  nursing  research.  Sound  federal  funding  for  nursing  education 
programs,  including  those  for  advanced  practice  nurses  and  nursing  research  is 
critical  to  assuring  a  health  workforce  which  is  well  prepared  to  design  and  implement 
reforms  in  our  evolving  health  care  system.  We  appreciate  the  past  support  this 
Subcommittee  has  shown  for  nursing  education  and  nursing  research.  Today,  the  Tri- 
Council  offers  its  professional  recommendation  on  key  federal  programs  for  nursing 
students  and  programs.  A  list  of  these  specific  recommendations  is  attached  at  the 
end  of  this  statement. 

Nurse  Education  Act    The  programs  of  the  NEA  were  level  funded  by  Congress  in 
FY95.  Budgetary  constraints  resulted  in  level  funding  or  cuts  in  funding  for  most 
domestic  discretionary  programs.  The  Tri-Council  recognizes  that  this  Subcommittee 
faces  even  greater  fiscal  restraints  for  FY96.  For  this  reason,  though  the  5%  increase 
in  FY94  appropriations  as  well  as  the  level  funding  last  year  has  actually  caused  a 
decrease  in  the  number  of  grants  that  were  awarded,  we  are  recommending  level 
funding  for  NEA  programs  for  the  coming  fiscal  year. 

NEA  has  provided  vital  resources,  enabling  nursing  to  educate  the  future 
nurses  needed  to  meet  the  demands  of  an  ever  changing  health  care  system. 
Maintaining  this  support  is  now  more  critical  than  ever,  given  the  dramatic  shifts 
occurring  in  the  delivery  of  health  care  and  the  growing  need  for  cost  effective 
primary  care  providers,  particularly  in  our  Nation's  underserved  communities. 
Advanced  practice  nurses  are  uniquely  able  to  meet  this  need.  They  can  provide 
significant  primary  and  preventive  care  services  and  can  be  prepared  as  primary  care 
providers  at  less  cost  and  in  less  time  than  physicians.  They  have  historically  and 
continue  to  demonstrate  a  willingness  to  reach  out  to  inner  city  and  rural  areas.  The 
NEA  has  played  an  important  role  in  preparing  more  APNs.  For  example: 

Section  822  provides  grants  to  prepare  nurse  practitioners  and  certified  nurse 
midwives  to  provide  primary  care  in  homes,  ambulatory  care  facilities,  long-term  care 
facilities  and  other  health  care  institutions.  Most  nurse  practitioners  supported  by 
Title  VIII  funds  are  employed  in  community  based,  outpatient  or  ambulatory  care 
settings,  serving  minority,  underserved,  and  rural  populations.  It  is  estimated  that 
Section  822  funds  for  FY95  will  provide  68  awards  to  public  and  nonprofit  private 
schools  of  nursing  for  the  education  of  about  1,360  nurse  practitioners  or  nurse 
midwives.  (69  awards  in  FY94)  Some  of  these  funds,  for  example,  are  being  used  by 
the  Oregon  Health  Sciences  University's  Primary  Health  Care  Nurse  Practitioner  Sub- 
specialty Program,  in  Portland,  Oregon,  that  prepares  nurse-midwives  to  provide 
women's  health  care  and  professional  leadership  in  the  contribution  to  nursing 
knowledge.  The  program  also  plans  for  the  expansion  of  clinical  sites  and  teaching 
evaluation. 

Section  830  provides  stipends  for  individuals  in  nursing  master's  and  doctoral 
programs,  including  advanced  practice  nurses,  clinical  nurse  specialists,  nurse 
educators,  and  public  health  nurses.  Eighty  percent  of  graduate-level  nurses  are  in 
clinical  practice  and  continue  to  provide  expert  bedside  care.  Others  fill  essential  roles 
as  teachers  and  administrators.  It  is  estimated  that  Section  830  funds  for  FY95  will 
support  236  awards  to  institutions  for  training  10,071  students.  (233  awards  in 
FY94) 
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Other  NEA  programs  that  are  also  addressing  important  needs  include: 

Section  820  ,  special  projects,  supports  expansion  of  enrollment  in  professional 
nursing  programs,  primary  health  care  in  noninstitutional  settings,  continuing  education 
in  medically  underserved  areas,  and  long-term  care  fellowships.  A  few  examples  of 
Special  Projects  funded  include:  La  Salle  University's  Neighborhood  Nursing  Center  in 
Pennsylvania  that  provides  underserved,  urban  residents  in  a  multicuftu rally  diverse 
community  with  direct  access  to  nursing  services,  as  well  as  perinatal  homevisiting 
and  outreach  services  to  childbearing  women;  and  the  Temple  University  Nursing 
Center  in  Pennsylvania  that  will  provide  family-centered  primary  health  care  and 
improve  access  to  care  in  the  ethnically  and  racially  diverse,  poor,  medically 
underserved,  urban  community  in  North  Philadelphia.  It  is  estimated  that  Section  820 
funds  for  FY95  will  support  56  awards.  (60  awards  in  1994) 

Section  821  provides  grants  to  nursing  schools  to  prepare  nurses  at  the  master's  or 
doctoral  level  for  teaching,  administration,  public  health,  or  service  in  other 
professional  nursing  specialties.  It  is  estimated  that  Section  821  funds  for  FY95  will 
support  60  grants  to  schools  for  1,320  nursing  students.   (60  awards  in  1994)  This 
funding  is  especially  crucial  to  meet  the  emerging  needs  of  community  based  health 
care  systems.  The  University  of  Pennsylvania,  Philadelphia,  for  example,  has  an 
Advanced  Practice  Perinatal  Nurse  Training  Grant  that  prepares  nurses  to  provide 
risk-appropriate  care  in  a  number  of  practice  settings  to  pregnant  women  most  likely 
to  experience  poor  outcomes.   It  also  supports  the  recruitment  and  retention  of 
minority  students. 

Section  831  provides  grants  for  traineeships  and  education  projects  for  registered 
nurses  to  become  certified  registered  nurse  anesthetists  (CRNA);  also  funded  are 
grants  to  enable  CRNA  faculty  to  obtain  relevant  advanced  education.   It  is  estimated 
that  Section  831  funds  for  FY95  will  support  70  awards  for  traineeships  of  980 
licensed  registered  nurses,  as  well  as  4  awards  for  12  CRNA  faculty.  (69  traineeship 
awards  and  4  faculty  awards  in  1994) 

Section  827  assists  schools  and  education  programs  in  their  recruitment  of  individuals 
from  minority  or  disadvantaged  backgrounds,  and  to  assist  them  with  their  nursing 
opportunities  through  training,  counseling,  and  stipends.   Funds  support  programs 
such  as  Alcorn  State  University  in  Mississippi's  Optimal  Program  to  Improve  One's 
Nursing  Success,  that  will  expand  opportunities  to  disadvantaged  students'  access  to 
and  success  in  nursing  education  while  increasing  the  supply  of  adequately  prepared 
nurses  to  meet  the  health  care  needs  of  Southwest  Mississippi  and  East-Central 
Louisiana.  It  is  estimated  that  Section  827  funds  for  FY95  will  support  22  awards  to 
schools  of  nursing  for  the  support  of  560  individuals.  (21  awards  in  1994)  . 

Section  846  funds  help  students  repay  loans  for  their  nursing  education  in  exchange 
for  service  in  areas  of  critical  nursing  shortage. 

The  Nurse  Education  Act  is  due  for  reauthorization  this  year,  but  we  expect  the 
legislation  to  allow  federal  support  of  projects  similar  to  those  listed  above.  We  ask 
that  you  appropriate  as  if  it  were  authorized. 

National  Institute  of  Nursing  Research      Research  programs  of  the  National 
Institute  of  Nursing  Research  (NINR)  at  NIH  support  research  which  strengthens 
nursing  practice  and  the  delivery  of  effective  health  care.  This  research  is  essential  to 
the  development  of  improvements  and  data  in  clinical  effectiveness  and  patient 
outcomes  —  information  which  is  vital  to  the  continuing  assurance  of  quality  care  in  a 
more  cost  conscious,  managed  care  environment. 
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NINR's  initiatives  include  support  in  areas  such  as  low  birth  weight,  HIV 
infection,  symptom  management,  the  long-term  care  requirements  of  the  elderly  and 
women's  health  issues.  Recent  initiatives  include  the  development  of  community-based 
nursing  models  that  promote  cost-effective  and  culturally  sensitive  quality  care, 
research  on  corrective  interventions  with  children  and  adolescents  to  promote 
healthier  behaviors,  and  continued  clinical  and  effectiveness  research  in  the  treatment 
of  infants  and  newborns. 

The  Tri-Council  recommends  an  FY96  appropriation  of  $63  million  for  NINR. 
NINR  appropriations  have  consistently  increased  since  its  inception,  but  have  never 
been  adequate.  Our  recommendation  represents  the  need  to  adequately  support  the 
science  of  nursing  research.  The  recommended  additional  funding  would  expand  total 
research  grants  from  175  to  205  and  total  training  awards  from  203  to  232. 

For  other  related  nursing  education  and  Public  Health  Service  training 
programs,  the  Tri-Council's  recommendations  are  as  follows: 

Disadvantaged  Minority  Health  Scholarships     Thirty  percent  of  these  grant 
funds  are  made  to  health  professions  schools  for  full-time  nursing  students  who  are 
from  disadvantaged  backgrounds.  The  Tri-Council  recommends  an  FY96 
appropriation  of  $18.3  million  for  the  DMHA,  which  would  provide  level-funding  from 
FY95.  (We  also  support  the  reauthorization  of  this  program  due  to  the  need  to 
improve  diversity  in  the  health  professions. 

National  Health  Service  Corps   This  program  provides  scholarships  to  health 
professions  students  and  assists  graduates  in  repaying  their  student  loans  in  return 
for  service  in  underserved  rural  and  urban  areas.  Nurse  practitioners,  nurse  midwives 
and  physician  assistants  are  entitled  to  10%  of  the  scholarship  dollars  and  are  also 
eligible  for  the  loan  repayment  program.  The  Tri-Council  recommends  an  FY96 
appropriation  of  $80.1  million  ,  which  would  provide  level-funding  from  FY95,  and 
hopes  that  this  program  can  continue  to  try  to  meet  the  health  care  needs  of  Health 
Professions  Shortage  Areas.   In  1994  funds  supported  scholarships  to  43  nurse 
practitioners  (36  in  1993)  and  9  certified  nurse  midwives  (19  in  FY93).  Forty-six 
nurse  practitioners  (33  in  1993)  and  19  certified  nurse  midwives  (9  in  1993)  began 
service  under  NHSC's  loan  repayment  program. 

Rural  Health  Outreach  Grants  These  grants  support  coalitions  of  health  care 
providers  or  systems  to  enhance  the  level  of  health  services  in  rural  communities  that 
are  not  adequately  served  by  traditional  providers.  To  ensure  that  communities  get 
the  maximum  level  of  service  from  providers,  these  health  providers  share  outreach 
workers  to  function  as  case  managers.  Since  nursing  professionals  and  schools  can 
aid  in  such  effort,  the  Tri-Council  recommends  an  FY96  appropriation  of  $27  million, 
the  same  amount  appropriated  in  FY95. 

Interdisciplinary  Training  for  Rural  Health    This  program  addresses  shortages 
of  health  professionals  in  rural  areas  through  interdisciplinary  training  projects  for 
several  health  disciplines.  The  Tri-Council  recommends  an  FY96  appropriation  of  $4.0 
million,  which  would  provide  level-funding  from  FY95. 

Substance  Abuse  and  Mental  Health  Services  Clinical  Training  (SAMS A) 

This  program  trains  mental  health  personnel,  including  nurses,  to  address  prevention, 
treatment,  social,  and  physical  aspects  of  substance  abuse  and  mental  health,  in 
exchange  for  a  repayment  through  service  to  underserved  or  priority  populations. 
The  program  includes  a  special  Minority  Fellowship  Program  to  help  these  health 
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professionals  Increase  diversity  in  practice.  The  Tri-Council  recommends  an  FY96 
appropriation  of  $2.7  million,  which  would  provide  level-funding  from  FY95. 

In  summary,  two  major  trends  will  create  an  accelerating  demand  for  nurses 
for  the  foreseeable  future,  particularly  for  nurses  with  advanced  degrees.  An  aging 
population  requires  not  only  more  health  care,  but  also  more  home  and  community- 
based  care,  which  depend  on  nursing.  Managed  care  may  lead  to  hospital  downsizing, 
but  reductions  in  the  demand  for  hospital-based  nurses  will  be  more  than  exceeded  by 
the  increased  demands  in  primary,  home,  and  other  forms  of  community-based  care. 
Strong  skills,  greater  self-reliance  and  responsibility,  sound  foundation  in 
education/theory,  and  the  inculcation  of  nursing  values  and  a  code  of  ethics  are 
fundamental  components  for  nursing  in  our  changing  practice  environment.  The 
support  provided  by  the  NEA,  the  NINR  and  other  public  health  service  programs  has 
been  invaluable  in  providing  start-up  funds  for  much  needed  advanced  practice  nursing 
programs,  supporting  the  education  of  faculty  essential  to  nursing's  ability  to  enroll 
enough  students  to  meet  tomorrow's  demands,  increasing  the  numbers  of  minority 
and  disadvantaged  students,  and  advancing  the  practice  of  nursing. 


Tri-Council   for   Nursing   FY96   Appropriations  Recommendations 

(in  millions) 


Nurse  Education  Act                          FY95  actual 

FY96  Tri-C  Request 

Nurse  Practitioner/Midwife 

$16.9 

$16.9 

Professional  Nurse  Traineeships 

$15.5 

$15.5 

Advanced  Nurse  Education 

$12.3 

$12.3 

Special  Projects 

$10.4 

$10.4 

Nurse  Anesthetists 

$  2.7 

$  2.7 

Disadvantaged  Assistance 

$  3.7 

$  3.7 

Loan  Repayment 

$  2.0 

$  2.0 

Total  NEA 

$63.5 

$63.5 

National  Inst,  of  Nursing  Research 

$52.8 

$63.0 

Disadv.    Minority  Scholarships 

$18.3 

$18.3 

National   Health   Service  Corps 

$80.1 

$80.1 

Rural   Health   Outreach  Grants 

$27.0 

$27.0 

Interdiscipl.    Training    Rural  Health 

$  4.0 

$  4.0 

Subs.    Abuse/Mental    Health  Clln.Train 

$  2.7 

$  2.7 

STATEMENT  OF  RONALD  D.  JONES,  CHAIRMAN,  UNITED  DISTRIBUTION 

COMPANIES  [UDC] 


Mr.  Chairman  and  members  of  the  Subcommittee:  United  Distribution  Companies 
(UDC)  is  pleased  to  provide  testimony  for  the  Committee's  written  record  on  the  need  for 
adequate  funding  for  the  Low  Income  Home  Energy  Assistance  Program.  UDC  is  a  group  of 
34  natural  gas  companies  serving  13  states  (whose  names  and  locations  are  set  forth  in 
Appendix  A).  UDC  member  companies  provide  natural  gas  distribution  service  to  millions  of 
customers  primarily  in  the  Midwest  and  Northeast. 

Mr.  Chairman,  all  UDC  member  companies  are  deeply  committed  to  meeting  the  energy 
needs  of  all  our  customers,  and  in  particular,  those  of  our  low  and  fixed-income  consumers.  We 
are  strong  advocates  for  the  Low  Income  Home  Energy  Assistance  Program  (LIHEAP)  and  the 
Department  of  Energy's  Weatherization  Assistance  Program  (WAP).  In  addition  to  supporting 
these  federal  programs,  UDC's  member  companies  fund  a  variety  of  efforts  designed  to 
augment  energy  assistance  to  low-income  households  at  the  local  level.  An  illustrative  list  of 
such  efforts  is  included  in  this  testimony. 

Our  companies  are  an  integral  part  of  the  communities  we  serve.  On  behalf  of  all  of 
our  residential  customers -especially  the  low-income  customers  who  live  in  our  communities-we 
urge  you  to  maintain  critical  funding  for  LIHEAP. 
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LIHEAP  Funding  Recommendation 

Mr.  Chairman,  we  ask  for  your  continued  strong  support  for  the  Low  Income  Home 
Energy  Assistance  Program,  and  urge  that  this  subcommittee  and  the  Congress  adopt  the 
following: 

1.  Sustain  LIHEAP  funding  for  Fiscal  Year  (FY)  1995  at  the  $1319  billion  level 
approved  by  the  Congress  and  the  President  last  fall  in  Public  Law  103-333,  the  FY  1995  Labor, 
Health  ana  Human  Services  Appropriations  Act; 

2.  Sustain  LIHEAP  funding  for  FY  1996  at  the  level  of  $1319  billion  that  was  enacted  in 
Public  Law  103-333;  and 

3.  Maintain  an  "advance  appropriation"  for  the  FY  1997  LIHEAP  at  the  "current  services" 
level 

Mr.  Chairman,  the  funding  decisions  that  you  and  your  colleagues  face  this  year  to  chart 
a  course  to  a  balanced  budget  by  the  year  2002  are  daunting.  Without  question,  the  outcome 
of  those  decisions  will  have  a  profound  impact  on  the  lives,  health  and  safety  of  millions  of 
Americans.  The  millions  of  low-income  elderly,  working  poor  families,  and  other  low-income 
individuals  that  rely  on  LIHEAP  to  meet  their  critical  home  energy  needs  are  counting  on  your 
continued  support. 

The  Need  for  LIHEAP  Continues 

The  facts  speak  for  themselves:  the  need  for  LIHEAP  has  not  diminished  The  U.S. 
Census  Bureau  figures  show  that  the  United  States  today  has  the  highest  number  of  people 
living  in  poverty  since  1962  -  39  million  Americans!1 

Equally  alarming,  are  the  statistics  disclosed  in  a  report  just  issued  by  the  National  Center 
for  Children  in  Poverty  at  the  Columbia  School  of  Public  Health  that  cite  record  numbers  of 
children  under  the  age  of  six  living  in  poverty.  This  report,  Young  Children  in  Poverty:  A 
Statistical  Update  indicates  that  six  million  children  in  the  U.S.-more  than  one  in  four  children 
under  age  six-live  in  poverty,  with  an  additional  4.4  million  young  children  living  near  the 
poverty  line.  This  analysis  provides  some  surprising  data,  citing  that  58  percent  of  these 
children  under  six  years  of  age  had  parents  who  worked  full-time  or  part-time  in  1992.2 

In  fact,  as  many  as  38  percent  of  poor  children  under  age  six  live  with  parents  who  support 
their  families  with  earnings  only,  and  do  not  receive  public  assistance.  The  study  goes  on  to 
illustrate  the  difficulty  that  these  families  face  by  calculating  the  annual  salary  of  a  worker 
(parent)  making  minimum  wage.  On  an  annual  basis,  these  wages  would  merely  bring  a  family 
of  three  to  66  percent  of  the  Office  of  Management  and  Budget  (OMB)  poverty  line.  Even 
assistance  from  the  Earned  Income  Tax  Credit  (EITC)  would  not  lift  such  a  family  out  of 
poverty.  We  cite  this  information  because  of  its  relevance  to  the  LIHEAP  program.  The 
Department  of  Health  and  Human  Services'  own  data  indicates  that  over  50  percent  of 
LIHEAP-recipient  households  have  at  least  one  child.  Increases  in  the  poverty  rate  force  more 
of  these  households  into  seeking  aid 

An  examination  of  LIHEAP  recipient  households  further  supports  the  need  for  LIHEAP. 
Of  the  5.6  million  households  which  received  LIHEAP  assistance  in  FY  1993,  more  than  four 
million  of  these  families  had  annual  incomes  of  less  than  $8,000.  Yet  despite  this  low  income, 
the  majority  of  recipient  households  are  not  on  public  assistance.  To  illustrate,  in  the  state  of 
Wisconsin,  76  percent  of  households  assisted  by  LIHEAP  are  not  on  welfare;  and  in  Illinois, 
that  number  is  60  percent.  Next,  on  the  average,  43  percent  of  LIHEAP  households  are 
elderly.  States,  such  as  Mississippi,  Arkansas,  Pennsylvania,  Tennessee,  Maine  and  Georgia,  find 
an  even  greater  percentage  of  their  LIHEAP  recipient  households  containing  an  elderly  person. 
Last  year,  nearby  70  percent  of  the  households  that  were  assisted  in  Mississippi  were  elderly. 
Finally,  the  disabled  who  meet  the  income  guidelines  are  also  represented  in  LIHEAP  recipient 


1  U.S.  Bureau  of  Census,  Income.  Poverty,  and  Valuation  of  Non-Cash  Benefits  for  1993. 
6  October  1994. 

2Columbia  University  School  of  Public  Health,  National  Center  for  Children  in  Poverty, 
Youn2  Children  in  Poverty:  A  Statistical  Update.  30  January  1995. 
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households.  Nationwide,  approximately  20  percent  of  the  households  served  include  a  disabled 
member.  Households  in  states  such  as  California,  have  in  excess  of  30  percent  with  a  disabled 
member. 

LIHEAP  Helps  Families 

Changing  dynamics  in  the  work  place,  including  eroding  wages,  part-time  employment,  and 
fewer  benefits  are  swelling  the  ranks  of  the  working  poor.  Low-income  families  struggle  to  stay 
together.  They  face  daily  challenges  to  pay  for  necessities.  If  you  take  away  their  energy 
assistance,  that  is  one  more  push  toward  dependence. 

LIHEAP  helps  create  independence  rather  than  dependence.  It  helps  low-income  people 
stay  off  welfare.  LIHEAP  is  designed  to  address  the  needs  of  low-income  families  in  meeting 
their  monthly  energy  expenses.  Approximately  one-third  of  LIHEAP  recipient  households  are 
categorized  as  working  poor.  LIHEAP  promotes  self-sufficiency,  it  protects  these  families  on 
the  edge  of  poverty  from  falling  deeper  into  debt,  and  allows  them  to  have  more  control  over 
their  lives  and  their  resources. 

Health  and  Safety  Concerns 

In  attempting  to  argue  that  LIHEAP  is  no  longer  needed,  some  people  have 
misrepresented  "shut-off  moratoria  as  a  "safety-net"  in  protecting  low-income  families.  In  those 
states  in  which  moratoria  exist,  the  moratoria  may  provide  some  protection  for  low-income 
consumers,  but  no  long-term  protection.  Moreover,  moratoria  do  not  exist  in  all  states;  do  not 
govern  unregulated  fuels-such  as  propane,  fuel  ofl,  or  wood;  often  do  not  govern  emergency 
situations;  and  do  not  relieve  low-income  families  of  the  ultimate  obligation  to  pay  for  their 
home  energy  costs  when  the  moratoria  end.  In  addition,  HHS  reports  that  36  percent  of 
LIHEAP-recipient  households  use  bulk  fuels,  and  are  therefore,  left  unprotected 

Faced  with  higher  payments  for  home  heating  fuel,  low-income  families  will  have  limited 
tough  choices:  heat-or-eat;  go  further  into  debt  which  will  jeopardize  their  ability  in  the  future 
to  become  self-sufficient;  or  use  potentially  unsafe  alternative  methods  to  heat  which  could 
result  in  tragedies.  Elderly  households  might  use  single  room  space  heaters  and  turn  their 
thermostats  down;  these  actions  will  increase  the  risk  of  hypothermia  for  these  customers.  Yet 
other  low-income  customers  will  move  households  together  to  make  ends  meet.  Tragically, 
overcrowded  substandard  housing,  and  the  improper  use  of  space  heaters  have  proven  to  have 
disastrous  consequences  in  many  communities. 

It  is  an  accepted  fact  that  low-income  people  suffer  with  a  "heat-or-eat  dilemma"  in  the 
winter.  When  LIHEAP  funding  is  cut,  some  low-income  customers  will  find  a  way  to  pay  their 
heating  bills;  however,  they  will  do  so  at  the  expense  of  food,  or  other  basic  necessities  like 
medicine.  With  record  numbers  of  Americans  living  at  or  below  the  poverty  level,  and  many 
families  across  this  country  grappling  with  eroding  wages,  it  seems  a  cruel  choice  to  force  them 
to  make. 

Targeted  LIHEAP  Block  Grant  Works 

Mr.  Chairman,  as  you  well  know,  LIHEAP  is  a  program  that  works.  As  designed  by  the 
Congress,  LIHEAP  is  a  block  grant  that  is  targeted  to  assist  low-income  households  with  the 
costs  of  home  energy.  While  there  are  broad  federal  guidelines  for  LIHEAP,  the  states  are 
allowed  to  tailor  their  programs  to  best  meet  their  individual  needs.  The  Governors  determined 
what  agencies  should  administer  the  program,  what  eligibility  standards  will  be  used,  how 
benefits  will  be  structured,  the  guidelines  for  the  crisis  program,  and  the  range  of  assistance  to 
be  rendered. 

In  addition  to  program  flexibility,  the  administrative  costs  of  the  program  are  minimal-in 
the  range  of  seven  to  eight  percent.  This  ensures  that  the  majority  of  LIHEAP  dollars  are 
directed  to  energy  assistance  benefits  for  the  citizens  that  it  was  intended  to  help. 

LIHEAP  also  goes  through  a  regular  review  process.  In  fact,  the  Congress  completed  its 
review  of  the  LIHEAP  Program  just  last  spring,  when  it  reauthorized  LIHEAP  through  FY 
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1999.  As  you  recall,  this  reauthorization  package  was  supported  on  a  broad  bipartisan  basis. 
LIHEAP  is  a  targeted  block  grant  that  works.  To  alter  the  essential  character  of  this  energy 
assistance  program  at  this  point  would  be  a  serious  mistake. 

LIHEAP  is  the  Centerpiece  of  Private  and  Utility  Efforts 

Of  course,  the  burden  of  low-income  households'  needs  does  not  rest  solely  on  the  Federal 
Government.  UDC  member  companies  are  involved  in  and  concerned  about  the  well-being  of 
our  communities-both  in  economic  and  human  terms.  The  states  and  the  private  sector  also 
have  a  responsibility  to  contribute  to  the  needs  of  these  consumers. 

UDC  member  companies  have  developed  a  host  of  innovative  and  effective  programs  to 
assist  their  low-income  consumers  which  include  the  following:  operating  and/or  contributing 
to  fuel  funds;  providing  discounts  and  credits  to  low-income  consumers;  providing  partial  or  full 
waivers  of  home  energy  connection  and  reconnection  fees,  and  late  payment  charges;  partial  or 
full  waiver  of  home  energy  security  deposits;  and  partial  forgiveness  of  home  energy  bills. 
Moreover,  many  of  our  companies  are  involved  in  various  energy  conservation  activities,  such 
as  weatherization  of  low-income  households,  budget  counseling  and  energy-use  education. 
Overall,  millions  of  dollars  each  year  are  dedicated  to  assisting  the  low  income  with  their  fuel 
bills,  as  evidenced  by  today's  testimony.  However,  all  of  these  utility  efforts  and  most  other 
private  efforts  are  built  around  LIHEAP  as  their  cornerstone.  Federal  cuts  to  LIHEAP  will 
jeopardize  these  efforts. 

The  Wisconsin  Experience/Wisconsin  Gas*  EIP  Program 

As  an  example  of  the  kinds  of  activities  that  our  member  companies  are  pursuing,  we  turn 
our  discussion  to  a  UDC  member  company,  Wisconsin  Gas.  Realizing  the  different  needs  of 
low-income  households  and  that  these  needs  must  be  treated  in  a  comprehensive  manner,  is  the 
first  step.  We  have  come  to  understand  that  low-income  consumers'  inability  to  pay  their  fuel 
bills  is  a  symptom  of  a  much  bigger  problem.  As  a  result,  Wisconsin  Gas  has  tried  to  approach 
the  consumers'  needs  with  a  comprehensive  program. 

First,  Wisconsin  Gas  provides  the  low-income  consumers  with  an  affordable  payment 
arrangement;  one  that  is  based  on  their  ability  to  pay-independent  of  actual  usage.  Second, 
it  provides  energy  assistance  based  on  household  need.  Third,  Wisconsin  Gas  forgives  past 
arrears  for  consumers  who  make  regular  payments.  Lastly,  it  maximizes  limited  program 
resources  by  first  weatherizing  the  households  with  the  highest  usage. 

To  implement  the  Wisconsin  plan,  Wisconsin  Gas  has  its  Early  Identification  Program 
(EIP).  The  EIP  is  comprised  of  a  number  of  separate  yet  related  components.  Based  on  the 
premise  that  consumers  who  are  having  difficulty  paying  their  bills  may  have  more  concerns  than 
just  not  having  sufficient  income,  we  have  attempted  to  address  a  series  of  possible  symptoms. 
The  following  are  a  few  of  the  components: 

•An  Affordable  Payment  Plan  (Low-Income  Budget  Plan  ~  LIBP)  that  is  based  on 
household  income  less  specific  expenses,  i.e.,  mortgages/rent,  other  utilities,  and  food. 

*The  "Freezing"  of  Past  Arrearages  and  Forgiveness  of  these  arrearages  over  three  (3) 
years  if  the  consumers  make  consistent  payments.  Also,  the  forgiveness  of  current  arrears 
with  consistent  payments. 

The  Rate  Based  Low-Income  Weatherization  Program,  which  at  no  cost  to  the  consumer, 
can  reduce  their  energy  burden  by  an  average  of  25  percent. 

*The  Early  Start  of  Emergency  Energy  Assistance  Program  in  Milwaukee  County  begins 
before  the  October  1  start-up  date  of  the  federal  LIHEAP  program.  Utility  money  is  used 
to  pay  for  the  intake  of  both  energy  assistance  applications  and  reconnection  applications. 
This  effort  ensures  that  low-income  consumers  who  are  at  risk  to  ill  effects  from  cold 
weather-children  and  seniors,  in  particular-receive  help  before  the  cold  weather  begins. 

Wisconsin  Gas  is  not  alone  in  the  development  of  creative  approaches  to  better  assist  low- 
income  households;  such  a  commitment  is  representative  of  all  our  UDC  member  companies. 
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Changing  Energy  Policies  Affect  Energy  Costs 

More  than  50  percent  of  low-income  households  in  this  country  heat  their  homes  with 
natural  gas.  Federal  and  state  policies  favoring  greater  competition  in  both  the  electric  and 
natural  gas  industries  have  shifted  significant  costs  away  from  industrial  customers,  and  other 
users  with  energy  alternatives,  to  residential  customers.  As  a  result,  these  low-income 
households  are  paying  a  higher  share  of  the  costs  of  purchasing  and  transporting  natural  gas 
today  than  they  did  in  1980,  when  LI  HEAP  was  first  created.  Thus,  low-income  households 
continue  to  face  the  same  or  potentially  increasing  energy  burdens. 

To  buttress  the  point,  in  last  year's  testimony  before  your  committee,  one  of  Wisconsin's 
public  service  commissioners,  Scott  Neitzel,  testified  on  behalf  of  the  National  Association  of 
Regulatory  Utility  Commissioners  (NARUC)  on  the  impact  of  changing  national  energy  policies 
in  the  gas  and  electric  areas  on  low-income  households.  Commissioner  Neitzel  stated  that 
industry  restructuring  will  result  in  near-term  rate  increases  for  low-income  and  other  residential 
ratepayers. 


Conclusion 


Mr.  Chairman,  the  104th  Congress  has  set  out  an  ambitious  agenda  for  change  in  this 
country's  future.  LIHEAP  complements  this  agenda.  As  families  move  from  dependence 
towards  independence,  they  will  need  targeted  supplemental  assistance.  Families  in  transition 
normally  start  at,  or  near,  minimum  wage  levels.  In  order  for  them  to  continue  working  and 
gaining  employment  experience,  so  that  they  can  be  eligible  for  better  jobs  in  the  future,  they 
need  help  to  maintain  a  basic  standard  of  Irving  from  programs  such  as  LIHEAP. 

The  truth  is  simple.  LIHEAP  is  a  public-private  partnership  program  that  works.  The  low- 
income  households  cannot  afford  to  pay  the  total  cost  of  the  energy  they  use.  LIHEAP  helps 
to  make  energy  service  available  and  more  affordable  to  them.  Mr.  Chairman,  UDC  and  other 
LIHEAP  advocates  deeply  appreciate  your  longstanding  commitment  to  secure  adequate 
funding  for  LIHEAP  to  assist  low-income  households.  You,  Senator  Harkin,  and  other 
members  of  the  subcommittee  have  been  instrumental  in  protecting  LIHEAP.  As  ask  you  to 
please  maintain  LIHEAP  funding  for  FY  1996  at  the  level  already  approved  by  the  Congress. 


APPENDIX  A 


MEMBERS  OF  UNITED  DISTRIBUTION  COMPANIES 


The  Member  Companies  serve  12,000,000 
residential,  commercial  and  industrial  gas  customers 


Company 

Central  Illinois  Light  Company 

Central  Illinois  Public  Service  Corporation 

Citizens  Gas  Fuel  Company 

Columbia  Gas  of  Kentucky 

Columbia  Gas  of  Maryland 

Columbia  Gas  of  Ohio 

Columbia  Gas  of  Pennsylvania 

Commonwealth  Gas  Services,  Inc. 

The  East  Ohio  Gas  Company 

Equitable  Gas  Company 


Hope  Gas,  Inc. 

IES  Utilities,  Inc. 

Illinois  Power  Company 

Indiana  Gas  Company,  Inc. 

Iowa-Illinois  Gas  &  Electric  Company 


State 

Illinois 
Illinois 
Michigan 
Kentucky 
Maryland 
Ohio 

Pennsylvania 

Virginia 

Ohio 

Pennsylvania 
Kentucky ,  and 
West  Virginia 

West  Virginia 

Iowa 

Illinois 
Indiana 

Iowa,  Illinois 
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Coroany  State 

Kokomo  Gas  &  Fuel  Company  Indiana 

Michigan  Gas  Company  Michigan 

National  Fuel  Gas  Distribution  Corporation  New  York, 

Pennsylvania 

Niagara  Mohawk  Power  Corporation  New  York 

Northern  Indiana  Public  Service  Corporation  Indiana 

Northern  States  Power  Corporation  (WI)  Wisconsin 

North  Shore  Gas  Company  Illinois 

Ohio  Gas  Company  Ohio 

The  Peoples  Gas  Light  &  Coke  Company  Illinois 

The  Peoples  Natural  Gas  Company  Pennsylvania 

Rochester  Gas  &  Electric  Corporation  New  York 

Southeastern  Michigan  Gas  Company  Michigan 

Union  Electric  Company  Missouri, 

Illinois 

Virginia  Natural  Gas,  Inc.  Virginia 

West  Ohio  Gas  Company  Ohio 

Wisconsin  Gas  Company  Wisconsin 

Wisconsin  Natural  Gas  Company  Wisconsin 

Wisconsin  Public  Service  Corporation  Wisconsin 

WNG-Wisconsin  Southern  District  Wisconsin 


STATEMENT  OF  THE  UNITED  STATES  CATHOLIC  CONFERENCE 

The  Department  of  Education  of  the  United  States  Catholic  Conference  (USCC)  speaks  on  behalf 
of  the  nation's  more  than  8,500  Catholic  elementary  and  secondary  schools,  2.6  million  students, 
153,000  professional  educators  and  the  millions  of  parents  who  support  them.  We  urge  you  to 
provide  the  full  $41,434  million  authorized  funding  level  for  the  Title  1  "Capital  Expenses" 
provision  of  the  Improving  Americas  School  Act  -  P.L.  103  -  382.  This  funding  level  was  also 
supported  by  the  Clinton  Administration  in  its  FY'95  budget  proposal.  Regrettably,  the  Clinton 
Administration  has  suggested  a  reduction  to  $20  million  for  "Capital  Expenses"  in  its  FY'  96 
budget  proposal. These  funds  are  needed,  as  a  matter  of  justice,  to  restore  Title  1  services  to 
eligible  nonpublic  school  students  who  have  been  deprived  of  them  since  the  Supreme  Court's 
Eelloji  decision  in  1985. 

Although  in  my  comments  I  will  be  referring  to  Catholic  schools  particularly,  the  problem  I  am 
addressing  affects  students  in  schools  throughout  the  nonpublic  school  community.  This 
appropriation  addresses  a  problem  affecting  all  nonpublic  schools  enrolling  Title  I  students. 

We  wish  to  take  this  opportunity  to  thank  Chairman  Specter,  the  ranking  minority  member,  Mr. 
Harkin,  and  each  member  of  the  Committee,  for  their  efforts  to  restore  full  Title  1  services  to  all 
eligible  nonpublic  school  students.  Since  1988,  your  support  has  secured  annual  appropriations 
for  Capital  Expense  Funds  beginning  with  $19.76  million  in  FY'89  to  $41,434  million  in  FY'95. 
These  funds  have  been  very  critical  to  the  task  of  restoring  full  Title  1  services  after  Felton. 
(See  Appendix  A) 

CHAPTER  1  AND  CATHOLIC  SCHOOLS: 

In  Title  1,  the  federal  government  demonstrates  its  determination  to  help  students  overcome  the 
disadvantages  of  both  lower  income  environment  and  educational  ability.  The  extra  resources  Title 
1  provides  are  a  valued  supplement  to  the  instruction  Catholic  schools  provide,  most  especially 
in  inner  city  schools.  It  is  particularly  egregious  when  students  eligible  for  such  services,  who 
would  receive  those  services  if  enrolled  in  a  public  school,  are  deprived  of  them  solely  because 
they  attend  Catholic  schools.  Parents  should  not  be  obliged  to  choose  between  Title  1  services  and 
the  quality  of  education  available  in  Catholic  schools.  Depriving  students  of  such  essential 
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services,  simply  because  they  attend  religiously  affiliated  schools,  damages  the  students  and  our 
nation.  This  Committee,  and  Congress,  have  repeatedly  shown  that  they  share  our  concern. 

Catholic  schools  are  an  important  contributor  to  the  educational  opportunity  available  to  American 
students.  In  numbers  of  schools,  the  Catholic  school  community  is  larger  than  any  state  system. 
In  numbers  of  enrolled  students,  it  is  the  third  largest,  after  California  and  Texas. 

Catholic  schools  have  demonstrated  a  particular  success  with  the  students  Title  1  attempts  to  serve. 
In  a  number  of  states,  Catholic  schools  have  a  higher  percentage  of  minority  students  than  their 
public  school  counterparts.  Nationally,  over  23  percent  of  Catholic  school  students  are  from  ethnic 
or  racial  minorities,  a  figure  comparable  to  the  public  schools  nationally.  A  very  high  percentage 
of  these  students  are  not  Catholic. 

Catholic  schools  have  an  enviable  record  for  effective  teaching.  The  drop-out  rate  in  Catholic  high 
schools  is  less  than  4  percent;  more  than  83  percent  of  Catholic  high  school  graduates  go  on  to 
postsecondary  education.  Minority  Catholic  school  students,  in  particular,  have  higher 
achievement  scores  than  similar  students  in  other  schools  in  reading  and  math  tests  administered 
as  part  of  the  National  Assessment  of  Academic  Progress  (NAEP)  over  the  past  decade. 

Catholic  school  Title  1  students  are  particularly  concentrated  in  the  lowest  income  communities. 
The  current  Title  1  implementation  study  found  that  53  percent  of  nonpublic  school  students  are 
in  the  most  poverty-impacted  quartile  of  school  districts,  compared  to  45  percent  of  public  school 
Title  1  students.  Nonpublic  school  Title  1  students  are  more  likely  to  live  in  the  most  poverty- 
impacted  districts  in  the  country  than  public  school  Title  1  students. 

NEED  FOR  CAPITAL  EXPENSE  FUNDS: 

In  1985,  the  U.S.  Supreme  Court  held,  in  Aguilar  v  Felton,  that  public  school  Title  1  teachers 
could  not  enter  the  premises  of  religiously  affiliated  nonpublic  schools  in  order  to  provide  Title 
1  services.  Administrators  had  to  quickly  devise  off-site  methods  of  serving  approximately 
185,000  students.  A  major  obstacle  was  the  cost  associated  with  the  rent,  purchase  or  maintenance 
of  facilities  and  similar  capital  expenses.  In  about  half  of  the  cases,  LEAs  were  able  to  continue 
Title  I  services  to  nonpublic  school  students  at  nearby  facilities,  or  in  vans  or  mobile  classrooms 
already  available  or  provided  through  special  state  or  local  appropriations.  The  other  half  of 
students  lost  services,  some  for  a  few  months,  some  longer,  some  permanently  (See  Appendix  B). 

There  is  disagreement  over  the  precise  number  of  students  served,  or  those  who  were  eligible  but 
lost  services,  or  those  who  should  have  been  served,  but  never  were.  But  all  agree  that  services 
have  not  recovered  to  the  pre-EeJlon  numbers  or  quality.  The  most  recent  year  for  which  reliable 
data  is  available  from  the  U.S.  Department  of  Education  shows  the  recovery  reached 
approximately  170,900.  The  same  report  identifies  289,900  nonpublic  school  students  as  eligible 
for  participation  in  Title  I  programs  (See  Appendix  C). 

Congress  stated  that  its  intent  with  the  Capital  Expense  provision  was  "to  restore  the  degree  of 
participation  of  private  school  children  in  Chapter  1  as  close  as  possible  to  the  time  before  the 
Agiiilai  decision." 

In  the  summary  of  its  report  on  Capital  Expenses,  the  GAO  (February  26,  1993,  p.  3)  concluded 
that  only  14  of  52  SEA  offices  believed  their  states  were  reaching  "almost  all"  or  "all"  (80  percent 
or  more)  of  eligible  nonpublic  school  students.  The  median  response  was  that  the  state  was 
reaching  about  half  of  eligible  nonpublic  school  students. 

PROBLEMS  WITH  USE  OF  CAPITAL  EXPENSE  FUNDS: 

Capital  Expense  funds  are  needed  to  sustain  the  degree  of  recovery  that  has  been  attained,  and  to 
expand  that  recovery  to  include  all  the  students  who  should  be  served.  But  it  appears  that  even 
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when  funds  are  available,  they  are  noi  necessarily  being  used  to  maximize  services  to  students. 
There  is  a  clear  failure  to  set  appropriate  priorities.  States  are  still  using  these  funds  to  reimburse 
districts  for  prior  expenditures.  A  number  of  states  returned  unspent  Capital  Expense  funds  but 
other  states  easily  used  these  returned  funds.  Some  LEAs,  particularly  small  and  rural  districts, 
do  not  qualify  for  enough  funds  to  purchase  adequate  facilities  for  providing  services. 

The  question  of  program  quality  is  of  equal  importance.  There  is  a  serious  concern,  expressed  in 
the  report  from  the  Congressionally  mandated  National  Assessment  of  Chapter  1  Independent 
Review  Panel,  that  in  many  instances  the  quality  of  services  delivered  is  markedly  inferior  to  what 
is  needed  for  the  program  to  succeed  in  making  an  educational  difference.  While  some  programs 
are  very  good,  many  are  clearly  troubled. 

All  nonpublic  school  Title  I  programs  require  that  the  student  is  to  be  "pulled  out"  of  the  home 
classroom.  There  is  common  agreement  that  this  approach,  even  in  public  schools,  is  disruptive 
of  sound  educational  progress.  In  such  programs  the  student  is  clearly  identified  as  a  Title  I 
student,  different  from  the  rest.  In  addition,  the  student  misses  instruction  taking  place  in  the 
regular  classroom  situation.  Programs  that  take  place  outside  the  school,  where  students  must 
travel,  are  especially  disruptive  and  even  physically  dangerous.  The  1993  GAO  study  found 
parental  rejection  of  services  is  another  major  problem.  Much  of  this  rejection  is  based  on  the 
parental  evaluation  that  the  services  offered  are  viewed  to  be  of  poor  quality  or  disruptive  to  the 
student's  overall  education. 


The  use  of  computers  to  provide  services  has  expanded  rapidly,  growing  from  5  percent  in  1986  - 
87  to  32  percent  in  the  most  recent  survey.  The  use  of  computers  requires  close  evaluation.  To 
be  most  effective,  computers  need  to  be  integrated  into  the  total  curriculum.  Unless  regular 
classroom  teachers  have  access  to  computer  resources,  the  computer  cannot  become  an  integral 
part  of  the  student's  course  of  study.  Often  the  placement  of  the  computers  forbids  the  presence 
of  a  teacher,  and  the  teacher  aide  who  is  present  may  not  be  involved  in  actual  instruction.  The 
computer  programs  often  only  provide  basic  education,  rather  than  providing  challenging 
educational  opportunities  for  the  student. 

Finally,  nonpublic  school  students  with  restored  services  receive  assistance  an  average  of  only  3.5 
days  a  week,  compared  to  5  days  in  the  public  school  program.  The  shorter  program  is  predictably 
less  effective,  especially  when  set  in  the  context  of  the  difficulties  Title  1  teachers  have  in 
planning  and  consulting  with  the  nonpublic  school  student's  regular  classroom  teacher. 


CONCLUSION: 


We  urge  the  Committee  to  recommend  the  full  funding  of  the  Capital  Expense  funds  appropriation 
request  of  $41,434  million,  an  amount  equal  to  that  appropriated  in  the  FY'95  budget  and  as 
authorized  by  Congress  in  passing  the  Improving  Americas  School  Act,  P.L.  103  -382.  We  also 
urge  that  the  Committee  consider  fully  funding  Title  1,  as  well  as  work  to  improve  the  operation 
of  Title  1  programs,  in  order  to  be  better  able  to  reach  all  eligible  public  and  nonpublic  school 
students,  and  to  provide  programs  and  services  of  the  highest  quality  possible.  While  we  are  aware 
of  the  budgetary  problems  that  the  Congress  faces  we  urge  the  Committee,  in  an  effort  to  provide 
the  broadest  scope  of  services  to  those  most  at  risk,  to  act  responsibly  and  provide  full  funding 
for  the  other  Titles  of  P.L.  103  -  382  as  well.  Finally,  we  recommend  that  the  Committee  consider 
empowering  parents  to  obtain  supplemental  services  for  their  children,  from  approved  tutors  or 
specialists  when  other  options  have  not  been  responsive  to  the  needs  of  those  children.  We  believe 
that  this  option  would  be  effective  in  restoring  services  to  students  deprived  of  services  in  small 
school  district  curently  not  eligible  for  Capital  Expenses. 

APPENDIX  a 

APPROPRIATIONS-CAPITAL  EXPENSES--IN  MILLIONS 

FISCAL  YEAR 

1989  $19.76 

1990  25.7 

1991  36.1 

1992  40.054 

1993  39.734 

1994  41.434 

1995  41.434 
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APPENDIX  C 
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STATEMENT  OF  HOWARD  K  AMMERMAN,  ON  BEHALF  OF  THE  U.S. 
INSTITUTE  OF  PEACE 

At  the  outset  I  wish  to  express  my  appreciation  for  the  opportunity  to  present  my 
views  in  support  of  the  budget  request  for  fiscal  1996  of  the  United  States  Institute  of 
Peace  (USIP).  These  views  are  expressed  as  those  of  an  interested  citizen  but  one  also 
apprehensive  concerning  the  scourge  of  war. 

While  my  background  is  in  economics,  a  careful,  comprehensive,  well  thought-out 
approach  to  peace  should  draw  on  a  number  of  academic  disciplines.  Furthermore,  the 
view  of  Confucius  was  'There  will  be  no  peace  until  the  individual  wants  it,  seeks  it,  and 
works  for  it."  I  supported  the  National  Peace  Academy  Campaign  in  its  successful  efforts 
to  secure  passage  of  the  law  creating  the  USIP,  attended  the  initial  meeting  of  the  Board 
of  Directors  of  the  new  organization  in  February  1986,  and  have  followed  the  progress  of 
the  Institute  since  that  time. 

As  a  point  of  departure  for  more  specific  treatment  of  a  budget  request  let  us 
consider  the  topic  "Obscure  Peace  Institute  Is  A  Perfect  Example  of  Targets  for  GOP's 
Budget-Cutting  Efforts"  (Rubert  S.  Greenberger,  Wall  Street  Journal,  March  17,  1995,  Page 
A12,  copy  enclosed)  To  be  sure  the  United  States  Institute  of  Peace  (USIP)  is  not  well 
known.  War  is  dramatic,  unfortunately  peace  is  not.  To  some  extent  this  obscurity  of  the 
Institute  is  attributable  to  what  the  press  considers  what  is  and  what  is  not  newsworthy. 
Also,  with  a  current  budget  of  only  $11.5  million  there  is  some  tendency  to  consider  the 
Institute  as  just  another  insignificant  agency  of  the  federal  government.  Put  in 
perspective,  the  picture  is  quite  different. 

The  statute  creating  the  USIP  reads  as  follows: 

It  is  the  purpose  of  this  title  to  establish  an  independent,  non- 
profit, national  institute  to  serve  the  people  and  the 
Government  through  the  widest  possible  range  of  education 
and  training,  basic  and  applied  research  opportunities,  and 
peace  information  services  as  the  means  to  promote 
international  peace  and  the  resolution  of  conflicts  among  the 
nations  and  peoples  of  the  world  without  recourse  to  violence. 

To  expect  an  effective  meeting  of  this  charge  on  an  annual  budget  of  $11.5  million  is 
unrealistic. 

The  Wall  Street  Journal  article  goes  on  to  say  the  idea  for  the  institute  grew  out  of 
the  1970's  Vietnam  peace  movement  and  the  legislation  was  "jammed  through  Congress 
by  attaching  it  to  President  Reagan's  defense  bill." 

Actually,  the  idea  for  some  kind  of  peace  office  at  the  national  level  was  broached 
in  1793.  At  that  time  the  idea  was,  we  have  a  War  Department,  why  not  a  Peace 
Department?  All  through  the  1800's  various  legislators  and  publicists  echoed  this  idea  of 
a  national  peace  office.  During  the  current  century  such  proposals  again  have  been  made. 
Between  1935  and  1976  more  than  140  bills  were  introduced  in  Congress  to  create  a 
Peace  Department,  a  Peace  Division  in  the  Department  of  State,  a  Peace  Committee  in 
Congress,  or  some  other  variation  on  this  theme. 

In  1979  Congress  created  the  U.S.  Commission  on  Proposals  to  Establish  a 
National  Academy  on  Peace  and  Conflict  Resolution.  This  Commission  held  hearings 
from  Hawaii  to  Boston,  interview  hundreds  of  people,  took  thousands  of  pages  of 
testimony,  visited  every  one  of  the  military  academies  and  by  a  vote  of  8  -  1  recommended 
that  a  bill  be  introduced  into  Congress  "to  establish  an  educational  institution  in  the 
United  States  to  promote  understanding  of  the  process  and  state  of  peace  and  to  consider 
the  dimensions  of  peaceful  resolution  of  differences."  Crucial  to  the  Commission's 
recommendations  was  the  following:  'The  Commission  finds  that  peace  is  a  legitimate 
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field  of  learning  that  encompasses  rigorous,  interdisciplinary  research,  education,  and 
training  directed  toward  peacemaking  expertise." 

A  bill  to  create  a  National  Peace  Academy  was  lost  in  the  Congressional  pre- 
adjournment  rush  of  1983.  In  1984  there  was  an  agreement  between  the  House  and 
Senate  that  the  Senate  would  take  up  the  bill  first.  Despite  57  signed  co-sponsors  of  this 
bill  in  the  Senate  (there  were  177  co-sponsors  in  the  House)  the  Senate  Majority  Leader 
would  not  bring  this  bill  to  the  floor.  So,  as  a  last  resort  it  was  attached  as  2xT  amendment 
to  the  Defense  Authorization  Bill  and  the  measure  was  passed. 

The  United  States  Peace  Institute  as  a  unique,  first-of-its-kind  agency  may  be  said 
to  have  passed  through  its  formative  years.  It  has  been  very  modest,  too  much  so  in  my 
opinion,  in  its  budget  requests.  Yet  these  modest  amounts  have  not  been  easily 
forthcoming,  its  $11.5  million  current  budget  represents  a  cut  from  its  request  for 
$12,307,000.  In  perspective  its  budget,  put  in  the  vernacular,  is  "peanuts"  compared  for 
example,  to  the  i994  cost  of  $126  million  for  one  F-22  Air  Force  Fighter.  If  the  USIP 
could  make  a  contribution  that  would  enable  the  United  States  to  avert  even  one  small 
war,  would  not  the  amount  saved  be  easily  in  the  billions  of  dollars,  aside  from  the  loss  of 
human  lives,  disruption  of  human  lives  and  great  suffering  or  in  stark  terms,  the 
hellishness  of  war? 

A  much  larger  appropriation  would  help  the  USIP  escape  from  the  "obscure" 
category.  This  agency  is  in  a  position  to  expand  rapidly  already  existing  programs  as  well 
as  to  develop  new  ones.  So  it  seems  to  me  that  despite  a  climate  for  budget  cuts  the 
USIP  should  be  given  a  token  increase  of  $1,000,000  over  and  above  the  $11.5  million 
requested  for  FY  96.  This  would  be  only  a  small  step  in  what  should  be  much  more 
substantial  increases  in  the  near  future.  In  this  way  the  USIP  would  be  given  greater 
recognition  for  what  it  has  done  and  spurred  to  more  intensive  efforts.  And  yet  the  dollar 
amounts  when  put  in  perspective  would  still  be  quite  small.  Can  we  do  less  than  increase 
our  efforts  to  achieve  peace  without  recourse  to  our  primitive  instincts  of  violence? 

The  WSJ  article  acknowledges  positive  contributions  by  the  USIP.  One  was  the 
Institute  simulation  of  Israeli-Syrian  talks  that  "proved  useful  in  highlighting  some  of  the 
key  issues  down  the  road  in  actual  negotiations"  according  to  Aaron  Miller,  a  State 
Department  official  who  helps  coordinate  Arab-Israeli  issues. 

Aside  from  and  prior  to  any  contribution  mentioned  in  the  Journal  article  the  USIP 
conducted  a  public  conference  on  "Conflict  Resolution  in  Third  World  Countries"  in 
October  1990.  This  came  subsequent  to  the  Iraqi  invasion  of  Kuwait  on  August  2  of  that 
year  and  prior  to  the  beginning  of  the  Middle  East  war  in  mid-January  1991.  The  Iraq- 
Kuwait  confrontation  was  the  matter  considered  at  this  conference.  A  report  with  policy 
recommendations  was  issued  and  distributed  in  November  well  ahead  of  the  beginning  of 
hostilities  in  mid-January. 

Illustrative  of  other  projects  of  the  USIP  are  an  international  conference  on  "The 
Emerging  National  Security  Doctrines  of  a  New  Russia"  in  March  1993;  in  cooperation 
with  the  House  Foreign  Affairs  Committee  a  public  symposium  in  October  1994  dealing 
with  the  internal  conflict  in  Sudan  which  has  continued  for  more  than  three  decades;  and 
in  support  of  the  United  Nations  Commission  for  Africa  an  unusual  symposium  entitled 
"From  Conflict  to  Concord:  Regional  Cooperation  in  the  Horn  of  Africa"  held  in  Adis 
Ababa,  Ethiopia  in  July  1993.  Meetings  such  as  these  bring  together  both  scholars  in 
relevant  disciplines  or  geographical  areas  and  practitioners  with  past  experience  or 
currently  involved  in  dealing  with  these  problems  in  human  relations. 

The  USIP  from  its  inception  has  promoted  an  annual  nationwide  essay  contest  for 
high  school  students  on  peace-related  topics.  For  the  current  contest,  7,000-8,000  essays 
have  been  written  and  49  states  are  participating.  Related  to  this  are  summer  conferences 
and  workshops  for  high  school  teachers  and  administrators,  junior  and  community  college 
faculty,  and  others  in  international  education.  Such  conferences  provide  discussion  and 
instruction  in  two  aspects: 
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1.  Issues  pertinent  to  current  international  (and  other)  conflicts  such  as  ethnic, 
religious  and  territorial  conflict;  and  democratization  and  human  rights. 

2.  Different  approaches  to  teaching  with  strategies  for:  teaching  about  controversial 
issues;  and  teaching  concepts  as  examples. 

Teachers  have  been  enthusiastic  about  these  programs.  Objectives  here,  as  with  the  essay 
contest,  are  long-run.  The  hope  is  that  the  younger  generation  will  be  better  prepared, 
hence  better  able  to  cope  with  the  world's  conflicts  than  its  predecessors. 

So  much  for  the  Wall  Street  Journal  article,  let  us  now  consider  other  aspects 
relating  to  the  preservation  of  peace.  It  has  been  said  that  violence  is  the  result  of  hatred 
plus  stupidity.  Without  accepting  this  idea  as  an  explanation  for  all  violence,  it  seems  to 
me  it  has  a  great  deal  of  relevance.  Is  it  an  over-statement  to  say  that  a  resort  to  violence 
in  human  relations  does  not  result  from  the  use  of  human  intelligence  at  its  highest  level? 
How  long  have  we  been  using  violence  in  trying  to  "settle"  some  international  conflicts  for 
example?  We  may  say  how  long  have  we  been  forced  into  violence  by  our  enemies 
against  our  wishes?  To  me  this  is  a  deceptively  easy  answer  entirely  too  self-serving  to  let 
us  off  the  hook.  But  there  is  a  real  challenge  to  some  of  the  best  minds  in  our  world  if 
we  are  to  find  other  ways  out  of  such  dilemmas.  There  will  always  be  the  Adolph  Hitlers 
and  the  Saddam  Husseins  we  fear.  Such  individuals  don't  simply  rise  to  power  overnight. 

The  contributions  of  the  physical  sciences  and  technologies  derived  therefrom  have 
been  in  large  measure  of  incalculable  benefit  to  humanity.  And  somewhere  within  this 
context  the  medical  sciences  should  be  included.  However,  in  my  opinion  we  have 
become  overly  enchanted  with  technology  and  may  be  expecting  things  from  it  that  are 
beyond  its  inherent  nature  and  capability. 

Rapidly  changing  technology  today  in  the  fields  of  transportation  and 
communication  is  drawing  us  closer  together.  Also,  international  economic 
interdependence  is  increasing.  These  can  be  beneficial  if  at  the  same  time  we  can  further 
develop  our  capacities  to  live  together  for  mutual  benefit-to  have  unity  in  diversity.  But 
such  capabilities  require  knowledge  and  wisdom  outside  the  areas  of  the  physical  sciences. 

For  some  and  perhaps  many,  although  it  is  hoped  a  lesser  number  than  at  one 
time,  the  idea  of  working  directly  toward  peace  in  international  relations  makes  them 
uncomfortable.  Of  course  everyone  is  for  peace!  But  doesn't  the  idea  of  direct 
peacemaking  mean  a  "fuzzy  mindedness"  or  "naive  idealism?"  Wouldn't  efforts  by  a 
nation  to  work  directly  toward  peace  be  a  sign  of  "national  weakness"  and  might  an 
individual  citizen  working  toward  this  end  be  "disloyal"  to  his  country? 

The  Commission  on  Proposals  for  a  National  Academy  on  Peace  and  Conflict 
Resolution  stated,  'The  Commission  uses  v  peace '  forthrightly  in  its  discussion...the 
Commission  rejects  emphatically  any  insinuation  that  peace-any  more  than  love,  church, 
justice,  family  or  flag- is  soft  or  naive.  The  Commission  believes  that  timorous  attitudes 
toward  peace  do  not  advance  the  national  interest  or  reflect  the  American  Character. 
Peace  is  neither  Utopian  nor  a  sign  of  weakness  or  cowardice.  Peace  is  not  simply  to  be 
measured  by  an  absence  of  tension  or  a  quietude  of  complaint.  Peace  is  not  only  a 
desired  state;  it  is  a  process  that  is  vigorous." 

Psychiatrist  Vamik  D.  Volkan  in  his  'The  Need  to  Have  Enemies  and  Allies"  sees 
the  need  for  enemies  as  the  embodiment  of  what  we  are  not  and  do  not  wish  to  become. 
They  are  standards  by  which  we  can  measure  our  own  "higher  level"  goals.  It  has  been 
speculated  that  were  our  planet  to  be  invaded  from  Mars  (for  example)  we  on  earth 
would  quickly  put  aside  our  differences  to  engage  in  a  common  defense.  That  is,  we 
would  have  acquired  a  common  enemy  and  would  be  reacting  accordingly.  But  isn't  it 
possible  that  we  on  earth  already  have  common  enemies?  After  all,  national  boundaries 
are  often  very  artificial  limits.  What  about  common  problems  of  the  environment, 
greenhouse  effect,  poverty,  and  hunger?  Can  these  be  said  to  constitute  common 
enemies?  And  wouldn't  common  efforts  to  ameliorate  these  conditions  do  much  to  make 
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us  allies?  Without  succumbing  to  self  conceit  can  we  say  that  as  human  beings  we  have 
plumbed  the  depths  of  our  combined  and  coordinated  potentials?  Perhaps  it  is  possible 
that  our  highest  levels  of  self  realization  and  fulfillment  may  lie  in  greater  self-immersion 
in  that  which  encourages  unity  in  diversity. 

A  common  approach  to  the  matter  of  peace  among  nations  includes  the,  shall  we 
say,  "We"  and  "They"  syndrome  and  this  makes  our  efforts  decidedly  limited.  In  the 
terminology  of  the  book  of  a  few  years  ago,  "I'm  OK,  You're  OK"  it  is  so  easy  to  say  that 
"we"  are  OK  and  even  easier  to  say  "they"  are  not  OK  as  applied  to  nations.  Just  what 
country  are  we  starting  with  as  being  OK  when  the  other  is  not?  At  a  particular  time  this 
can  be  virtually  any  country,  can  it  not?  And  of  course,  if  they  are  not  OK  we  can  do 
little  about  it  except  to  arm  for  our  defense. 

Actually,  at  any  one  time  can  it  be  said  that  aH  (on  an  individual  basis)  in  a 
particular  country  are  OK  even  if  a  predominance  may  be.  And  can  it  be  said  that  all  in 
the  "other"  country  are  not  OK  even  if  most  are  not?  So  there  is  a  possibility  of 
broadening  the  concept  of  whom  "we"  includes.  Then  this  can  be  a  nucleus  with  whom 
we  can  work.  In  this  shrinking  planet  communication  between  the  "we's"  is  becoming 
more  practicable.  The  work  of  Non  Governmental  Organizations  (NGO's)  is  becoming 
more  significant.  The  co-founders  of  the  International  Physicians  for  the  Prevention  of 
Nuclear  War  were  awarded  the  Nobel  Peace  Prize  in  1985.  With  members  in  more  than 
70  countries  its  co-founders  were  an  American  physician  and  a  Soviet  physician.  Second 
track  or  unofficial  diplomacy  which  is  becoming  more  widespread  is  a  quiet  way  of 
clearing  up  misunderstanding  and  building  bridges. 

Looking  hard  for  alternatives  to  violence  in  human  relations  at  any  level  is 
intellectually  stimulating.  And  all  the  more  so  because  it  involves  a  comprehensive  effort 
to  achieve  positive  and  lasting  results.  In  conflict  resolution  terms,  this  is  a  striving  for 
"win-win"  solutions.  The  extent  of  our  funding  for  the  USIP  raises  questions  as  to  how 
seriously  we  take  the  efforts  to  achieve  peace.  There  seems  to  be  a  very  limited  value 
placed  on  what  some  of  the  best  minds  in  our  country,  and  others,  might  accomplish. 
Isn't  there  a  contradiction  in  directing  some  of  our  most  talented  toward  the  creation  of 
ever  more  "efficient"  weapons  of  violence?  Can  we  do  less  than  give  our  best  efforts  to 
achieve  more  effective  ways  to  resolve  our  conflicts  peacefully?  Put  another  way,  the 
relative  amounts  appropriated  for  the  USIP  as  compared  to  those  for  instruments  of 
violence  tell  a  story.  Is  this  a  story  with  which  we  can  or  should  be  comfortable?  To  be 
sure,  programs  of  research,  education,  training,  and  dissemination  of  information  pertinent 
to  peace-making  can  be  done  at  much  less  cost  than  developing  some  of  our  most 
sophisticated  weapons  of  violence,  but  can  we  expect  sheer  miracles? 

In  conclusion,  isn't  there  an  element  of  escapism,  if  not  irresponsibility,  in  the 
"always  has  been  and  always  will  be"  generalization?  Would  we  not  be  in  default  in  the 
application  of  our  collective  mental  capacities  if  we  take  this  view.  But  to  avoid  this  will 
require  much  more  widespread  and  intensive  efforts  on  our  part  than  we  have  made  in 
the  past.  It  would  be  shortsighted  to  look  at  the  dangers  and  difficulties  in  human 
relations  today  without  also  recognizing  the  opportunities  for  good.  The  United  States 
Institute  of  Peace,  in  one  of  its  publications,  has  made  this  stimulating  comment,  "We  are 
not  looking  for  a  revolution  in  human  nature,  we  are  looking  for  an  evolution  in  human 
institutions." 

STATEMENT  OF  DAVID  M.  GIPP,  PRESIDENT,  UNITED  TRIBES 
TECHNICAL  COLLEGE 

INTRODUCTION  OF  REQUEST 

Mr.  Chairman  and  members  of  the  Subcommittee,  on  behalf  of  United  Tribes 
Technical  College  and  its  board  of  directors,  we  appreciate  this  opportunity  to  offer 
our  statement  regarding  appropriations  that  would  affect  vocational  education  programs 
authorized  under  the  Carl  Perkins  Vocational  and  Applied  Technology  Education  Act  of 
1990,  as  amended. 
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In  the  Administration's  Fiscal  Year  1996  budget  proposal,  there  appeared  a 
footnote  regarding  the  appropriations  for  "Tribally-controlled  post-secondary 
vocational  institutions"  authorized  under  Part  H  of  Title  III  of  the  Carl  Perkins  Act 

The  footnote  states  that  the  "  restructured  Perkins  Act  would  support  funding  for 

these  institutions  at  the  same  level  as  current  law."  This  funding  provides  the 
critical  basic  operational  monies  for  United  Tribes  Technical  College  (UTTC)  and  for 
New  Mexico's  Crownpoint  Institute  of  Technology  (CIT) . 

We  ask  the  chair  and  Subcommittee  members  to  note  that  there  is  an  intent  by  the 
Administration  to  continue  support  of  Tribally-controlled  post-secondary  vocational 
institutions,  namely  UTTC  and  CIT.  We  have  a  concern,  however,  that  these  funds  may 
be  inadvertently  co-mingled  in  pending  Congressional  proposals  to  restructure 
vocational  and  employment  training  programs  through  consolidation.  The  Carl  Perkins 
Act  is  scheduled  for  reauthorization  in  the  104th  Congress  and  we  are  aware  that  there 
are  legislative  proposals  to  merge  this  Act  with  other  vocational  education  and  iob 
training  programs  into  a  new  statute. 

Because  any  proposed  consolidations  will  require  a  particularly  complex 
undertaking  with  regard  to  Indian  programs,  we  ask  the  Subcommittee  to  take  into 
account  the  needs  and  complexities  of  the  various  Tribal  entities  and  Indian 
constituencies  served  by  the  these  programs.  We  understand  that  the  Education 
Department  is  trying  to  address  these  needs  and  issues,  and  has  in  fact  developed 
proposed  legislation  language  that  will  ensure  the  continuation  of  our  Indian 
vocational  education  programs,  including  UTTC  and  CIT.  Our  discussions  with  House  and 
Senate  authorizing  committees  also  make  us  hopeful  that  their  legislative  proposals 
will  maintain  a  specific  authorization  for  Tribally-controlled  post-secondary 
vocational  institutions.  1 

Our  primary  requests,   therefore,  are  that  

1.  The  Subcommittee  approve  the  currently  authorized  funding  level  of  $4.0  million  for 
UTTC  and  CIT.  Congress  appropriated  52.919  million  in  FY  1995  funds  for  UTTC  and  CIT 
under  the  Carl  Perkins  Act. 

2 .  The  Subcommittee  ensure  that  FY  1996  monies  for  UTTC  and  CIT  be  clearly  identified 
and  allocated  for  "Tribally-controlled  post-secondary  vocational  institutions."  This 
is  critical  because  current  legislative  proposals  to  consolidate  vocational  education 
and  job  training  statutes  could  inadvertently  jeopardize  allocations  of  the  funds 
intended  for  UTTC  and  CIT. 

3.  On  behalf  of  Indian  Tribes,  Tribal  colleges,  and  other  Indian  organizations,  the 
Subcommittee  take  into  account  that  state  block  grants  are  an  inappropriate  vehicle  for 
the  funding  of  Tribal  vocational  education  and  job  training  programs.  Funding  should 
be  channeled  directly  to  Indian  Tribes,  Tribal  colleges,  and  Indian  organizations  as 
currently  provided  so  these  entities  can  continue  to  offer  flexible,  direct  services 
to  American  Indians  and  Alaska  Natives. 


INSTITUTIONAL  PURPOSE 

Established  in  1969,  United  Tribes  Technical  College  is  a  unique,  inter-Tribal 
vocational  technical  education  institution  located  on  a  105  acre  campus  in  Bismarck, 
North  Dakota.  The  Tribal  college  is  owned  and  operated  by  five  federally-recognized 
Tribes  situated  wholly  or  in  part  in  North  Dakota.  These  Tribes  are  the  Devils  Lake 
Sioux  Tribe,  the  Sisseton-Wahpeton  Sioux  Tribe,  the  Standing  Rock  Sioux  Tribe,  the 
Three  Affiliated  Tribes  of  the  Fort  Berthold  Reservation,  and  the  Turtle  Mountain  Band 
of  Chippewa.  Control  of  the  institution  is  vested  in  a  ten-member  board  of  directors 
comprised  of  elected  Tribal  chairpersons  and  Tribal  council  members. 

As  the  first  Tribally-controlled,  residential  vocational  school  in  the  nation, 

UTTC  offers  thirteen  (13)  certificate  programs  and  seven  (7)  Associate  of  Applied 
Science  degree  programs.  Entrepreneurship  as  well  as  work  in  high  technology  is  being 
integrated  into  appropriate  curriculums.  All  programs  are  accredited  through  the  North 
Central  Association  of  Colleges  and  Schools  at  the  certificate  and  two-year  degree 
granting  levels. 

Because  of  its  unique  residential  setting,  United  Tribes  Technical  College 
provides  those  institutional  services  that  are  fundamental  to  the  delivery  of  quality 
vocational  education  programming.     These  services  include: 

*  Adult  education  for  students  needing  advanced  basic  education  skills  or  who  desire 
to  pursue  vocational  programs  requiring  GEDs  or  high  school  diplomas;. 

*  Instructional  supplies  and  equipment  for  all  vocations; 

*  Support  services  and  resources  including  student  housing,  cafeteria,  local  student 
transportation,  library,  financial  aid  office,  counseling  and  placement,  facilities 
maintenance,  and  overall  administrative  and  fixed  costs  for  UTTC's  105  acre  campus 
base; 

*  Early  childhood  (nursery  and  pre-school)  services  for  approximately  100  children, 
ages  8  weeks  to  five  years; 
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*  The  Theodore  Jamerson  Elementary  School  (K-8th  grades)  serving  108  American  Indian 
students  this  1994-95  academic  year; 

*  Modest  offering  of  cultural,  athletic,  and  recreational  activities  to  supplement 
student  learning  experiences  and  campus-based  family  services. 

The  enrollment  of  United  Tribes  Technical  College  now  averages  275  students 
annually.  Combined  with  family  members  and  our  pre-school  and  elementary  students,  the 
UTTC  campus  population  exceeds  500.  Our  students  represent  as  many  as  45  different 
Indian  Nations  and  15  states.  The  majority  of  the  students  have  never  spent  more  than 
one  continuous  year  away  from  their  home  reservations.  They  have  also  experienced 
chronic  unemployment  due  to  the  extremely  depressed  local  economy  and  to  education 
limitations  which  are  well  below  the  national  average. 

Thus,  UTTC  is  committed  to  not  only  its  post-secondary  mission,  but  to  the 
economic,  social,  and  cultural  advancement  of  American  Indian  and  Alaska  Native  people. 
The  mission  of  UTTC  is  to  provide  an  environment  where  students  and  staff  can  preserve 
and  transmit  knowledge,  values,  and  wisdom  to  ensure  the  survival  of  native  people  and 
Indian  Nations  along  with  the  vocational  training  of  native  students.  To  fulfill  this 
mission,  UTTC's  approach  is  focused  on  increasing  individual  opportunities  to  improve 
the  quality  of  life,  and  strengthening  the  Indian  family.  There  is  no  other  post- 
secondary  vocational  education  institution  in  the  country  that  in  a  residential  setting 
is  Tribally-controlled,  culturally-based,  family-oriented,  and  focused  on  both  Tribal 
economic  needs  and  ;  ainstream  employment  training. 


NEED 

Since  1990,  UTTC  has  experienced  only  an  average  annual  increase  of  one  tenth  of 
one  percent  in  direct  cost  funding.  Conversely,  the  expense  of  education  has  risen 
significantly.  The  cost  of  purchasing  goods  and  services  has  risen  sharply  due  to  the 
inflation  and  normal  cost  increases. 

For  example,  the  College  has  experienced  large  increases  in  the  cost  of  utilities 
with  electricity  expenses  rising  about  20%  per  unit  and  the  per  unit  gas  cost 
increasing  approximately  113%.  Over  the  years,  the  College  has  been  able  to  offset 
rate  increases  by  implementing  stringent  conservation  measures  such  as  improved 
weatherization  and  reductions  in  building  temperatures.  However,  energy  consumption 
cannot  be  further  reduced  because  of  the  College's  location  and  the  harsh  winters  in 
the  northern  plains. 

In  the  area  of  staff  costs,  the  average  instructional  salary  has  risen  some  60% 
from  1979  to  1992.  While  these  increases  have  been  minimal  on  a  yearly  basis,  the  net 
result  is  that  the  College  must  spend  more  dollars  to  purchase  competent  instructional 
services.  Any  further  decreases  in  budget  will  seriously  jeopardize  the  College's 
survival.  Since  United  Tribes  is  not  eligible  for  any  state  appropriated  funds,  it 
cannot  look  to  this  source  for  help. 

Lack  of  available  resources  has  also  meant  a  limitation  on  the  repair  and 
maintenance  of  physical  facilities.  The  College  occupies  the  old  Fort  Lincoln  Army 
Post.  Other  than  the  more  recently  constructed  skills  center  and  part  of  the  community 
center,  UTTC's  core  facilities  are  80  to  90  years  old.  Estimates  for  new  facilities 
total  over  $12  million,  according  to  a  1993  U.S.  Department  of  Education  report  to 
Congress.  Continuing  a  course  of  nonrepair  will  ultimately  prove  more  costly  as  the 
repairs  will  be  greater.  This  is  especially  true  of  the  water  and  sewage  systems  on 
campus.     Fire  and  safety  reports  document  these  needs. 

At  the  same  time,  the  indirect  cost  budget  which  provides  much  of  the 
infrastructure  funding  at  the  College,  e.g.  administration  and  support  services,  is  now 
only  approximately  81%  of  what  it  was  in  1989.  When  overall  resources  are  considered 
in  calculating  increases  and  decreases,  the  total  budget  for  the  College  has  actually 
decreased  over  the  five  year  period  1989  to  1993  by  some  2.3%.  At  the  same  time,  costs 
for  nearly  everything  have  risen.  The  result  is  that  the  College  is  not  able  to 
provide  needed  services,  purchase  essential  training  equipment  and  supplies,  and  make 
necessary  repairs  on  its  facilities. 

The  College  believes  that  its  greatest  resource  is  its  people  -  faculty,  staff, 
and  administration.  During  these  times  of  severe  budget  shortfalls,  United  Tribes  has 
placed  its  priority  on  assuring  that  the  best  qualified  individuals  possible  serve  its 
students.  The  result  of  this  priority  is  that  87%  of  its  direct  cost  budget  goes  to 
salaries  and  fringe  benefits.  Even  though  this  high  proportion  goes  to  staffing,  when 
compared  with  similar  state  institutions  in  the  area,  the  faculty  and  staff  are  grossly 
underpaid.  Devoting  87%  to  personnel  leaves  only  13%  of  the  direct  cost  budget  for 
such  other  critical  needs  as  equipment,   supplies,  and  other  services. 

Funding  at  the  level  requested  will  allow  the  institution  to  survive  but  will  not 
allow  the  institution  to  address  the  needs  of  a  growing  student  population  projected 
at  over  375  adults  and  200  children  for  FY  1995.  These  numbers  become  even  more 
significant  taking  into  account  the  waiting  list  of  at  least  100  adult  applicants  for 
UTTC's  programs.     This  list  develops  without  recruitment. 
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CONCLUSION 

United  Tribes  Technical  College  is  on  the  cutting  edge  of  helping  Indian  people 
become  self-sufficient.     We  are  doing  what  the  pending  welfare  reform  proposals  in 

Congress  aim  for           enabling  people  to  be  self-sufficient  and  in  many  cases  helping 

them  to  get  off  and  stay  off  welfare.  The  College  job  placement  rate  for  graduates  has 
been  80%  over  the  past  ten  years,  an  impressive  accomplishment  especially  in  light  of 
the  high  unemployment  among  Tribes  in  the  northern  Great  Plains.  Our  job  placement 
rate  is  well  above  the  goal  in  the  House-passed  welfare  reform  legislation.  The  UTTC 
effort  shows  that  an  investment  in  training  and  education  pays  itself  back  over  a 
period  of  6.39  years  after  graduation.  A  student,  in  effect,  pays  back  in  taxes  the 
costs  through  productive  employment  in  6.4  years. 

Students  at  UTTC  receive  a  quality  education  in  a  native  family-based  environment 
and  in  a  cultural  context  familiar  to  and  appropriate  for  them.  We  believe  it  is  the 
primary  reason  for  our  success  in  educating  and  finding  employment  for  American  Indian 
men  and  women.  The  working  partnership  between  our  Indian  Nations  and  the  Congress 
must  be  sustained  with  the  necessary  resources  so  that  the  success  stories  in  Tribal 
vocational  education  can  continue. 

Thank  you,  Mr.  Chairman  and  members  of  the  Subcommittee.  We  urge  you  to  consider 
our  requests  to  ensure  that  the  unique  educational  opportunities  offered  by  United 
Tribes  Technical  College,  the  Crownpoint  Institute  of  Technology,  and  Indian  Tribes  in 
general,  will  continue  to  be  available  for  American  Indian  students  and  their  families 
in  the  future. 


STATEMENT  OF  THE  NETWORK  OF  UNIVERSITY  AFFILIATED 
PROGRAMS 

Chairman  Specter  and  Members  of  the  Committee: 

University  Affiliated  Programs  (UAPs)  for  persons  with  developmental  disabilities 
constitute  a  network  which  comprises  61  federally  recognized  programs  which  have 
evolved  over  the  past  30  years. 

UAPs  target  their  activities  to  support  the  independence,  productivity  and  integration 
into  the  community  of  individuals  with  developmental  disabilities  and  their  families, 
as  well  as  to  improve  the  health  and  life  outcomes  for  children  with  disabilities  and 
other  special  health  care  needs. 

A  principle  means  by  which  UAPs  respond  to  these  needs  is  by  preparing  personnel 
for  careers  in  the  field  of  developmental  disabilities  and  chronic  health  conditions  so 
they  may  implement  community-based,  family-centered  coordinated  supports  and 
services.  UAPs  also  provide  technical  assistance  and  community  training  to  state  and 
local  service  providers.  Moreover,  they  may  provide  direct  services  to  individuals  with 
disabilities  and  their  families.  UAPs  develop  and  disseminate  information,  including 
applied  research  and  best  practices.  In  addition,  many  UAPs  operate  specialized 
training  initiatives  which  are  designed  to  provide  personnel  with  the  skills  necessary 
to  support  such  activities  at  the  community  level.  Funding  from  the  Developmental 
Disabilities  Act  provides  a  coordinated  framework  of  capacity  building  and  serves  as 
a  catalyst  for  a  coordinated  system.  This  is  one  measure  of  the  increasing  role  and 
impact  UAPs  have  in  every  state  across  the  nation. 

The  UAP  network  emerged  a  few  programs  at  a  time  in  response  to  the  availability  of 
federal  funding.  The  initial  attraction  for  a  university  to  apply  and  to  establish  a  UAP 
in  the  1960s  was  for  construction  funds  in  which  to  conduct  clinical  training  and 
applied  research  in  health  and  related  fields.  Funding  for  staff  and  interdisciplinary 
training  soon  followed  provided  under  the  Social  Security  Act.  The  hope  for 
construction  and  interdisciplinary  training  programs  encouraged  many  applications  for 
planning  grants  in  the  early  1970s.  The  Developmental  Disabilities  Act,  originally 
authorized  during  the  Nixon  Administration,  was  proposed  as  legislation  which  would 
result  in  a  major  step  forward,  combining  health,  social  services  and  education,  as 
well  as  addressing  the  needs  of  persons  with  developmental  disabilities  on  a  very 
broad  front.  Today,  this  Act  serves  as  the  mandate  for  continuation  of  a  program  that 
works  toward  systems  change,  capacity  building,  and  advocacy. 
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While  some  UAPs  are  over  20  years  old  and  were  specially  constructed  facilities, 
others  have  been  established  only  within  the  last  few  years  and  represent  a  very 
different  type  of  service  model  and  program  emphasis.  Each  UAP  responds  to  the 
priorities  and  needs  of  the  local  and  state  populations  and  is  designed  to  build  upon 
the  strengths  of  the  university,  college,  or  hospital  in  which  it  is  located.  Although 
no  two  programs  are  identical,  they  have  certain  common  objectives. 

Interdisciplinary  Training 

In  order  for  individuals  with  developmental  disabilities  to  have  a  greater  opportunity 
to  live  independent  and  productive  lives  in  their  own  communities,  they  must  have 
access  to  appropriately  trained  support  personnel.  Unfortunately,  there  continue  to 
be  critical  shortages  of  well-trained  professionals,  including  occupational  and  physical 
therapists,  speech-language  pathologists,  nutritionist  educators,  doctors  and  nurses. 
Furthermore,  quality  trained  personnel  in  the  areas  of  individual  support,  family 
support,  community-based  supported  living,  assistive  technology,  consumer 
empowerment  and  aging  are  needed  and  UAPs  are  there  to  provide  the  training. 

In  order  to  address  these  shortages  and  help  successfully  implement  Congressional 
legislation,  UAPs  have  focused  on  crafting  training  programs  throughout  the  life  span. 
For  example,  in  order  to  help  children  with  disabilities  be  ready  to  learn  by  elementary 
school  age,  UAPs  developed  training  programs  for  personnel  to  work  with  children 
aged  0-3  and  3-5.  This  training  model  has  helped  to  implement  the  Individuals  with 
Disabilities  Education  Act  (IDEA)  and  has  proven  very  successful.  Similarly,  UAPs 
have  crafted  training  programs  to  help  implement  the  Older  Americans  Act  and  the 
Technology-Related  Assistance  Act.  In  addition,  thirty  UAPs  receive  interdisciplinary 
training  funding  from  the  Maternal  and  Child  Health  Block  Grant  (MCH)  which  provides 
leadership  and  training  specifically  in  the  areas  of  children  and  pregnant  women. 

UAPs  are  actively  engaged  in  a  fundamental  change  away  from  training  professionals 
to  provide  specialized  services  in  segregated  settings  toward  training  professionals  to 
work  in  partnership  with  individuals  with  developmental  disabilities  in  their 
communities.  This  shift  from  segregated  settings,  at  a  cost  of  $60  -  100  thousand 
dollars  per  person  per  year,  to  preserving  people  in  their  homes,  schools,  communities, 
and  places  of  employment,  can  save  millions  of  dollars  and  helps  people  with 
disabilities  live  valued,  productive,  independent,  quality  lives. 


Exemplary  Service  and  Outreach  Training 

UAPs  also  provide  family  and  individual  support  services,  as  well  as  personal 
assistance,  clinical,  health,  prevention,  education,  vocational,  and  other  services.  This 
support  could  include  training  the  staff  who  would  provide  the  necessary  early 
intervention  services  as  well  as  in-home  parent  training  and  parent  counseling  which 
would  help  a  child  with  a  severe  disability  live,  grow,  and  learn  with  his  or  her  family 
in  their  own  home  and  community. 


Technical  Assistance  and  Supports 

UAPs  provide  support  to  individuals  with  developmental  disabilities  in  their 
communities  through  the  provision  of  technical  assistance  and  community  training. 
For  many  UAPs,  it  is  the  technical  assistance  activities,  as  opposed  to  the  provision 
of  direct  services,  that  has  had  the  greatest  impact  on  ensuring  that  state  and  local 
service  delivery  systems  can  adequately  respond  to  the  needs  of  people  with 
developmental  disabilities.  The  faculty  and  staff  expertise  located  at  UAPs  is  brought 
to  bear  in  an  effort  to  respond  to  the  changing  needs  of  individuals  with  disabilities. 
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Leadership 

UAPs  are  expected  to  provide  leadership  to  the  field  of  developmental  disabilities,  to 
initiate  new  service  models,  to  evaluate  current  efforts,  to  determine  their  efficiency, 
and  to  address  new  initiatives  and  changes  as  the  developmental  disabilities  field 
advances.  Some  of  these  advances  have  included  programs  in  the  areas  of  supported 
work,  early  intervention  services,  assistive  technology  and  AIDS  research.  Much  of 
the  training  material  for  new  initiatives  such  as  these  has  been  developed  in  the  UAPs 
and  made  available  at  the  national  level  for  service  agencies  to  utilize. 

The  Administration  on  Developmental  Disabilities  (ADD)  provides  core  administrative 
support  to  the  UAPS.  These  funds  are  used  as  seed  money  to  pursue  grants  and 
contracts  from  other  sources  thereby  acting  as  a  catalyst  for  building  a  coordinated 
system.  This  relationship  with  other  funding  sources  ensures  that  UAPs  are  consumer 
responsive  in  three  ways:  1)  UAPs  must  remain  on  the  cutting  edge  of  policies  and 
initiatives  in  order  to  successfully  secure  grants  and  contracts;  2)  a  UAP  must 
demonstrate  to  the  host  university  and  to  individuals  with  developmental  disabilities 
in  the  community  at  large  that  the  program  is  actively  engaged  in  improving 
opportunities  for  greater  independence,  productivity  and  integrations  into  the 
community  of  individuals  with  developmental  disabilities,  and  3)  by  contracting  with 
other  agencies,  UAPs  act  as  a  bridge  between  the  service  programs  and  the 
community.  In  addition,  this  process  provides  direct  hands-on  experience  for 
university  staff  where  they  gain  unique  insights  on  how  systems  operate  and  can  be 
improved. 

Although  the  UAP  network  has  received  very  limited  support  through  appropriations 
of  the  developmental  disabilities  program,  this  support  serves  as  the  catalyst  for 
capacity  building.  UAPs  are  state-federal  partnerships.  More  than  29  percent  of  the 
money  which  funds  UAPs  comes  from  the  states  (see  attached  chart).  Most  of  the 
federal  money  is  in  short-term  research,  demonstration,  and  training  projects  which 
benefit  the  state  as  well  as  the  nation  in  developing  new  cutting-edge  approaches  to 
address  the  needs  of  persons  with  disabilities  in  our  nation.  The  ADD  is  one  of  the 
smaller  sources  of  fiscal  support  to  UAPs,  but  it  is  the  funding  that  gives  them  their 
identity  and  focus.  Without  such  funding,  they  would  break  apart  into  sundry 
projects,  each  doing  their  own  thing,  and  the  focused  approach  to  the  needs  of  people 
with  disabilities  in  state  service  agencies  and  in  the  national  agenda  towards 
independence  and  efficiency  would  be  lost. 

AAUAP  therefore  recommends  that  $23.0  million  be  provided  for  the  UAP  system  In 
FY  1996  and  that  $750  million  be  provided  for  the  Maternal  and  Child  Health  Block 
Grant. 

The  federal  investment  in  UAPs  through  ADD  is  very  minimal,  but  the  impact  by 
bringing  to  bear  the  resources  of  the  university  and  other  funding  sources  at  the  state 
and  national  levels  to  address  developmental  disability  problems  is  very  significant. 
With  federal  support,  UAPS  can  continue  to  not  only  provide  leadership  on  cutting- 
edge  issues  such  as  supported  work,  early  intervention,  assistive  technology  and  AIDS 
research,  but  can  continue  to  resolve  complex  challenges  in  understanding  and  serving 
people  with  severe  cognitive  and  behavioral  problems  and  to  develop  innovative  and 
effective  ways  to  support  these  individuals  to  achieve  greater  independence  and 
productive  lives.  The  results  of  these  developments  contributes  not  only  to  the 
growth  and  development  of  each  person,  but  also  to  a  much  more  cost  effective 
support  system  that  emancipates  people  from  dependency  upon  public  supports. 

Mr.  Chairman,  AAUAP  recognizes  that  the  104th  Congress  is  working  to  streamline 
government  to  bring  together  the  various  fragmented  federal  and  state  programs.  We 
feel  UAPs  are  part  of  the  ideal  vehicle  by  which  this  objective  can  be  realized  in  the 
disability  field.  UAPs  were  established  and  have  been  supported  to  implement  the 
disability  laws  which  were  authorized  by  such  leaders  as  President  Richard  M.  Nixon 
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who  authorized  the  DD  Act  in  1970  and  the  Rehabilitation  Act  in  1973,  Presidents 
Nixon  and  Ford  who  brought  about  the  Education  for  All  Handicapped  Children's  Act, 
President  Reagan  who  signed  into  law  the  Early  Intervention  Provision  of  the 
Education  of  the  Handicapped  Act  and  the  Technology-Related  Assistance  Act  of 
1988,  and  of  course,  President  Bush  who  signed  into  law  the  Americans  with 
Disabilities  Act  in  1 990.  We  request  that  you  continue  to  support  the  innovative  work 
of  the  UAPs  which  foster  independence  and  quality  of  life  for  all  Americans. 


STATEMENT  OF  DIANE  NELSON  BRYEN,  DIRECTOR  OF  THE  INSTITUTE 
ON  DISABILITIES/UNIVERSITY  AFFILIATED  PROGRAMS 

Hello.  My  name  is  Diane  Nelson  Bryen  and  I  am  the  director  of  the  Institute  on 
Disabilities/UAP  in  Philadelphia,  PA.  I  want  to  share  with  you  a  few  highlights  to  update 
you  on  the  activities  of  the  UAP  at  Temple  University  which  is  supported  by  the 
Developmental  Disabilities  Assistance  and  Bill  of  Rights  Act. 

As  you  may  know,  UAPs  --  University  Affiliated  Programs  -  target  their  activities  to 
support  the  independence,  productivity  and  full  community  inclusion  of  individuals  with 
developmental  disabilities  and  their  families,  as  well  as  to  improve  the  health  and  life 
outcomes  of  children  with  disabilities  and  other  special  health  care  needs.  In  order  to 
promote  independence  and  inclusion,  we  currently  sponsor  24  different  programs  in 
training,  technical  assistance,  services  and  supports,  and  research  and  dissemination 
serving  thousands  of  providers,  agencies,  university  students,  and  people  with  disabilities 
and  their  families.  I  would  like  to  highlight  just  a  few  of  these  programs. 

Partners  in  Time  recruits,  matches,  trains  and  supports  older  Pennsylvanians  who  provide 
in-home  support  to  African-American  families  who  have  children  with  mental  retardation. 
Through  Partners  in  Time,  no  only  do  older  Americans  share  their  time  and  resources  as 
valued  members  of  society,  but  families  in  need  have  extra  support  so  that  their  children  do 
not  face  having  to  be  placed  out-of-home  in  costly  and  often  dehumanizing  institutions. 

Partners  in  Policymaking  and  PI  AT  Partners  are  two  statewide  leadership  programs  for 
people  with  disabilities  and  families.  Through  both  "partners"  programs,  participants  learn 
how  to  advocate  for  themselves  and  for  others  -  greatly  increasing  the  empowerment  of 
people  who  are  all  too  often  disenfranchised. 

Pennsylvania's  ADD  Corps  of  AmeriCorps  is  one  of  350  AmeriCorps  programs 
nationwide  and  one  of  three  ADD  Corps  -  Georgia  and  Alabama  also  participate.  Through 
Pennsylvania's  ADD  Corps,  20  young  people  with  and  without  disabilities  provide  a  year 
of  national  service  by  providing  needed  supports  to  35  people  with  significant  disabilities 
so  that  they  are  not  at  risk  of  remaining  in  or  returning  to  costly  and  dehumanizing 
institutions  and  nursing  homes  at  an  annual  cost  in  federal  and  state  funds  of  approximately 
$2.6  million. 

Through  Physician  Education,  Interdisciplinary  Studies  in  Developmental  Disabilities,  and 
Collaborative  Studies  in  Assistive  Technology,  hundreds  of  undergraduate,  graduate  and 
professional  students  become  educated  leaders  not  only  in  their  own  disciplines  of  studies, 
but  in  promoting  the  productivity  and  inclusion  of  people  with  developmental  and  other 
disabilities.  We  reach  thousands  of  other  students  through  other  university-based  training 
activities  across  the  Commonwealth. 

UAPs  strive  to  be  on  the  cutting  edge  of  new  technologies.  In  Pennsylvania  at  our  UAP 
we  have  a  program  called  Pennsylvania's  Initiative  on  Assistive  Technology  (PI AT).  The 
Institute  on  Disabilities/UAP  at  Temple  University  is  the  Governor's  lead  agency  for 
implementing  the  Technology  -related  Assistance  for  Individuals  with  Disabilities  Act  in  the 
Commonwealth  through  the  efforts  of  PI AT.  With  this  statewide  initiative,  people  with 
disabilities  and  older  Pennsylvanians  have  increased  access  to  assistive  technology  devices 
and  services  so  that  they  can  become  more  independent  and  contributing  citizens.  This  is 
done  through  public  awareness,  advocacy,  information,  and  access  to  training  and 
technology. 
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With  only  $200,000  per  year  provided  through  the  Developmental  Disabilities  Assistance 
and  Bill  of  Right  Act,  this  UAP  has  brought  an  additional  3  million  dollars  into 
Pennsylvania.  In  other  words,  for  every  dollar  provided  through  the  Developmental 
Disabilities  Act,  our  UAP  leverages  an  additional  16  dollars  from  federal,  state,  local  and 
private  sources.  Clearly,  this  is  a  good  investment  for  Pennsylvanians  with  disabilities  and 
for  the  overall  communities  in  which  they  live,  learn,  work  and  play. 

These  dollars  also  enable  us  to  form  partnerships  with  many  organizations  throughout  the 
Commonwealth,  coordinating  efforts  in  training,  services  technical  assistance  and  research 
and  dissemination.  In  fact,  we  collaborate  with  at  least  16  other  private  and  public 
organizations  throughout  Pennsylvania.  As  a  result,  individual  small  efforts  combine  to 
form  a  better  coordinated  system  of  services  and  supports  to  children  and  adults  with 
developmental  disabilities  in  Pennsylvania. 

The  UAP  at  Temple  University,  as  part  of  the  American  Association  of  University 
Affiliated  Programs  (AAUAP),  recommends  that  Congress  appropriate  $23.0  million  for 
the  UAP  system  in  FY  1996.  With  this  support,  we  can  continue  to  provide  leadership, 
training,  expertise  to  the  community,  and  ultimately  improve  the  outcomes  and  quality  of 
life  for  all  Americans  with  developmental  and  other  disabilities. 

Thank  you  Senator  Specter  for  your  continued  support  for  the  61  UAPs  across  the  nation. 
My  staff  and  I  look  forward  to  working  with  you  to  improve  the  lives  of  all  Americans, 
those  with  and  without  disabilities. 


UAP  Funding  Composition  for  FY'94 

Total  Funding  $340.8  million 


AAUAP  FY'94  Database  as  of  3/28/95 
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STATEMENT  OF  RAYMOND  J.  FONSECA,  M.D.,  DEAN,  UNIVERSITY  OF 
PENNSYLVANIA  SCHOOL  OF  DENTAL  MEDICINE 

DR.  FONSECA:  I  am  Dr.  Raymond  Fonseca,  Dean  of  the  University  of  Pennsylvania 
School  of  Dental  Medicine.  I  would  like  to  tell  you  a  little  about  the  School  of  Dental  Medicine 
and  our  support  for  the  National  Library  of  Medicine,  the  National  Center  for  Research 
Resources  and  the  National  Institute  of  Dental  Medicine. 

Our  great  nation  is  the  world  leader  in  research.  With  so  many  developments  in  health 
care.  American  researchers  help  raise  the  standard  of  public  health  for  everyone.  With  respect 
to  the  scientific  advances  in  the  field  of  dentistry,  the  body  of  knowledge  is  on  an  accelerating 
curve.  At  the  Perm  School  of  Dental  Medicine,  we  are  constantly  being  challenged  to  impart 
the  latest  developments  in  our  profession  to  our  entering  students  and  to  the  post-doctoral 
students  as  well.  But  we  have  an  equally  challenging  obligation  and  opportunity  to  communicate 
the  advances  to  members  of  our  profession  who  are  in  practices,  both  general  and  specialized. 

I  envision  a  contract  with  entering  students  wherein  they,  as  well  as  the  faculty,  commit 
ourselves  to  a  lifetime  of  study,  enrichment  of  knowledge,  and  professional  development.  In 
essence,  my  vision  of  lifelong  learning.  Driven  by  whatever  comes  down  the  information 
highway,  healthcare  professionals  will  be  able  to  "attend"  lectures,  see  demonstrations  and 
acquire  new  skills. 

Critical  to  the  success  of  this  continual  education  is  the  establishment  of  mechanisms  for 
self-teaching  as  well  as  rating  the  success  of  the  programs  by  others.  Recognition  of 
professional  enrichment  may  make  new  levels  of  certification  at  five  year  internals  useful  and 
desirable.  A  confluence  of  an  increase  in  the  rate  of  change  in  our  base  of  knowledge,  and  the 
development  of  new  forms  of  communications,  makes  the  reexamining  of  our  goals  as  educators 
of  professionals  not  only  indicated  but  mandatory. 

The  National  Library  of  Medicine  is  poised  to  move  healthcare  professionals  and  students 
along  the  information  highway  through  its  support  of  outreach  activities  and  advances  in 
computers.  The  Library  of  Medicine  immensely  serves  the  healthcare  community,  for  which 
we  are  grateful.  However,  its  needs  your  support  and  additional  funding.  Last  year,  the 
Library  received  $128,906,000  in  Federal  appropriations.  With  a  funding  increase  this  year, 
the  Library  would  be  able  to  promote  such  priority  initiatives  as  the  High  Performance 
Computing  and  Communications  initiative  and  improving  their  Basic  Library  Services  which 
encompass  the  National  Information  Center  on  Health  Services  Research  and  Health  Care 
Technology. 

The  Library  of  Medicine's  mission  in  recent  years  has  involved  the  National  Information 
Center  on  Health  Services  Research  and  Health  Care  Technology  and  the  High  Performance 
Computing  and  Communications  initiative.  With  these  two  initiatives,  lifelong  learning  and  the 
use  of  virtual  reality  for  real  time  treatment  of  patients  are  concepts  that  are  currently  at  hand. 
Virtual  reality  projects  funded  by  the  Library  explore  areas  such  as  the  development  of  organ 
models  for  virtual  surgery  simulation,  teleradiology,  and  teledermatology. 

However,  virtual  simulation  for  use  in  teaching  as  well  as  real  time  treatment  of  patients 
could  be  very  easily  utilized  by  the  dental  community.  The  computer  programs  for  this 
technology  currently  must  take  into  account  the  elasticity  of  organs  for  the  simulation  to  be 
realistic.  Virtual  simulation  for  use  by  the  dental  community  would  be  require  less  effort  to 
configure,  based  on  the  fact  that  one  is  working  on  a  solid  surface  of  a  tooth  as  opposed  to 
compensating  for  the  elasticity  of  organs  and  ligaments.  Additionally,  with  the  emphasis  now 
on  distance  learning,  the  initiatives  at  the  Library  would  complement  my  vision  of  continual 
education. 

The  National  Center  for  Research  Resources  offers  funding  opportunities  for  several 
research  facilities  improvement  initiatives.  We  all  know  about  the  need  for  better  research 
facilities.  Deteriorating  research  facilities  need  replacing.  Appropriate  facilities  in  which  to 
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perform  specialized  research  need  building.  But  without  adequate  funding  all  this  is  for  naught. 
I  am  asking  the  Committee  to  increase  the  federal  funding  allocation  for  the  NCRR.  The  NCRR 
is,  in  my  opinion,  a  vital  segment  in  the  research  community.  We  at  the  University  of 
Pennsylvania  School  of  Dental  Medicine  have  found  it  a  pleasure  to  work  with  the  NCRR. 

Nonetheless,  in  dealing  with  the  need  for  facilities  improvement  and  construction,  oral 
health  should  continue  to  be  included.  New  construction,  including  that  related  to  oral  health, 
should  be  affiliated  with  institutions  that  draw  upon  the  latest  advances  in  clinical  studies, 
fundamental  research,  and  new  educational  approaches.  Efforts  should  be  made  by  the 
institution  to  facilitate  the  optimum  delivery  of  patient  care  integrated  with  an  active  and 
productive  research  program. 

The  University  of  Pennsylvania  has  an  integrated  clinical  and  basic  science  faculty  within 
the  dental  school  with  a  track  record  of  funded  research  which  is  poised  to  work  together  on  a 
variety  of  clinical  projects  in  oral  biology  with  an  emphasis  on  infectious  diseases.  We  also 
have  a  vision  for  a  unique  educational  component  designed  to  incorporate  new  discoveries  into 
the  undergraduate,  graduate,  and  post-graduate  curriculum. 

Also  of  great  importance  to  oral  health  is  the  National  Institute  of  Dental  Research. 
Several  opportunities  exist  at  the  Dental  Institute.  Not  only  do  those  of  us  in  oral  health  deal 
with  prevention,  through  fluorides,  dental  sealants,  better  diets  and  oral  hygiene  practices,  but 
we  are  making  progress  into  pain  research  and  birth  defects  and  genetic  diseases,  such  as  a  cleft 
lip  or  a  cleft  palate.  It  is  my  strong  belief  that  funding  for  the  Dental  Institute  should  be 
increased  over  last  year's  appropriation  level  of  $174,392,000. 

The  Dental  Institute  also  has  the  occasion  to  work  with  the  other  institutes  in  such  areas 
as  continued  dental  education.  The  opportunity  exists  for  great  strides  to  be  made  in  dental 
education  and  cooperation  with  other  institutes.  Finally,  the  Dental  Institute  should  make  a 
pledge  to  support  young  investigators.  These  post-docs  are  the  future  of  research.  The  Dental 
Institute,  as  well  as  all  the  institutes,  centers  and  divisions,  should  give  promising  young 
investigators  a  better  outlook  for  research  opportunities.  We  understand  the  need  to  restrain  the 
growth  in  the  Federal  budget  but  we  would  hope  that  the  Committee  to  do  what  it  can  to  support 
the  good  works  of  the  NIDR  and  the  NCRR  by  increasing  funding  levels  for  FY  96. 

In  summary,  let  me  say  that  the  University  of  Pennsylvania  School  of  Dental  Medicine 
believes  that  a  continuation  of  research,  which  includes  oral  health,  should  be  the  focus  of  the 
FY  96  Labor/HHS  Appropriations  bill.  Great  strides  are  being  made  at  these  three  Institutes 
and  Centers  of  the  National  Institutes  of  Health.  We  should  not  stall  the  future  of  research  by 
reducing  the  levels  of  funding  for  the  Institutes  in  the  Labor/HHS  Appropriations.  I  sincerely 
believe  that  we  need  to  provide  these  indispensable  institutes,  centers  and  divisions  with  the 
additional  funding  that  they  need  to  continue  in  their  good  work. 

Our  future,  the  future  of  research  in  America  and  America's  future  as  the  world  leader 
in  healthcare  advances,  depends  on  your  attention  to  these  fundamental  requirements. 


STATEMENT  OF  BARRY  J.  CRONIN,  EXECUTIVE  DIRECTOR,  THE  WGBH 
EDUCATIONAL  FOUNDATION 

Mr.  Chairman  and  members  of  the  subcommittee,  the  Access  Technologies 
Departments  at  the  WGBH  Educational  Foundation  (The  Caption  Center,  Descriptive 
Video  Service,  and  the  CPB/WGBH  National  Center  for  Accessible  Media), 
respectfully  submit  this  testimony  regarding  the  Individuals  with  Disabilities  Education 
Act.  We  are  pleased  that  the  subcommittee  has  chosen  to  review  current  funding 
levels  for  the  "discretionary  programs"  under  the  Act.  The  opportunity  to  submit  input 
to  the  subcommittee  on  this  issue  is  welcomed  and  appreciated. 

The  federal  government's  role  has  been  key  to  the  successful  implementation  of  vital 
technologies  which  assure  that  disabled  children  and  adults  have  equal  access  to 
media  in  the  classroom,  home,  workplace,  and  community.  All  of  the  programs 
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discussed  below  can  only  be  successful  if  funded  and  coordinated  on  the  federal 
level.  Any  "devolution"  of  Special  Educational  Media  funding  authority  to  the  states 
would  be  highly  wasteful  and  impractical  due  to  the  nature  of  distribution  and 
production  of  national  media.  The  same  is  true  for  the  national  focus  of  technological 
research  and  development.  Aggregation  of  a  critical  mass  of  funding  is  essential  for 
both  media  access  production  and  R&D  in  this  field. 

As  pioneers  in  the  creation  of  access  to  media  for  more  than  20  years,  WGBH  stands 
in  a  unique  position  to  offer  testimony  regarding  these  programs.  This  tradition  of 
innovation  began  in  1971  when  WGBH  created  The  Caption  Center,  the  world's  first 
television  captioning  agency,  dedicated  to  providing  access  to  television  for  deaf  and 
hard-of-hearing  individuals.  The  creation  of  The  Caption  Center,  using  federal  funds, 
simultaneously  broke  the  silence  barrier  for  deaf  and  hard-of-hearing  individuals  and 
planted  the  seeds  of  a  captioning  industry.  Over  the  past  two  decades,  The  Caption 
Center  has  welcomed  several  competitors  to  the  captioning  market  -  competition 
spurred  by  IDEA  funding. 

Dedication  to  the  access  mission  yielded  a  major  breakthrough  in  1987  when,  again 
using  federal  seed  money,  WGBH  launched  Descriptive  Video  Service®  (DVS®).  The 
primary  goal  of  DVS  is  to  make  television  accessible  to  people  who  are  blind  or 
visually  impaired,  through  narrated  descriptions  of  key  visual  program  elements. 
Presently,  DVS  has  few  competitors,  but  we  feel  that  once  again  that  the  seed  of  an 
industry  has  been  planted. 

Our  commitment  and  concern  for  accessible  media  for  individuals  with  disabilities  may 
best  be  evidenced  by  the  establishment  of  the  CPB/WGBH  National  Center  for 
Accessible  Media  (NCAM)  in  1993.  NCAM,  a  research  and  development  facility 
dedicated  to  the  issues  of  media  technology  for  disabled  people,  endeavors  to  ensure 
access  to  the  cultural  and  educational  advantages  brought  by  today's  mass  media, 
thereby  assuring  participation  in  the  educational,  vocational,  and  commercial 
opportunities  of  tomorrow's  information  and  entertainment  services. 

Funding  under  the  IDEA  has  served  as  the  primary  catalyst  of,  and  ongoing  impetus 
for,  the  growth  of  an  exciting  media  access  industry.  This  industry  now  is  beginning  to 
help  realize  one  of  Congress'  purposes  in  creating  the  IDEA,  "To  promote  the  general 
welfare  and  educational  advancement  of  deaf,  hard-of-hearing,  and  visually  impaired 
individuals"  through  media  access.1 

While  great  progress  has  been  made,  the  great  percentage  of  today's  mass  media 
remains  inaccessible  to  individuals  with  disabilities.  We  applaud  the  new 
congressional  leadership's  current  efforts  to  implement  a  new  national  information 
infrastructure  designed  to  empower  citizens  and  promote  democracy.  Ongoing  federal 
investment  in  research  and  development  programs  will  help  foster  a  public/private 
partnership  that  will  carry  the  benefits  of  the  new  information  and  educational  media 
technologies  into  the  future  of  a]]  Americans. 

In  addition,  WGBH  believes  that  continued  IDEA  seeding  of  R&D  efforts  will  help 
assure  that  our  nation's  disabled  children  and  adults  will  be  able  to  participate  equally 
from  the  very  beginning  as  new  media  technologies  begin  to  emerge  and  enter  our 
schools,  homes,  jobsites,  and  communities. 

WGBH  supports  the  U.S.  Department  of  Education's  "New  Directions"  for  consolidation 
and  streamlining  of  its  Discretionary  Authorities,  in  particular  the  Technology 
Development  and  Support  authority  designed  to  improve  its  implementation  of  IDEA. 
The  concept  of  a  "minimum  floor  for  discretionary  funding"  has  been  proposed  by  the 
Department  of  Education  and  in  this  light,  we  respectfully  offer  the  following 
suggestions: 

1 .      WGBH  supports  continued  and  slightly  enhanced  funding  for  the 
Media  and  Captioned  Services  Fund  in  FY  1996  in  order  to  leverage 
continued  private-sector  support. 


Individuals  with  Disabilities  Education  Act,  20  USCS@1451;  Congressional  Statements  of  Purpose. 
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The  Media  and  Captioned  Services  program  has  greatly  expanded  the  range  of  media 
and  telecommunications  accessible  to  deaf  and  hard-of-hearing  and  blind  visually 
impaired  individuals.  Through  IDEA  funding,  Congress  has  enriched  the  lives  of  this 
group  of  individuals  by  enabling  their  participation  in  the  educational,  political  and 
cultural  experiences  which  only  television  can  provide.  Without  the  Media  and 
Captioned  Services  program,  television  would  be  virtually  inaccessible  to  individuals 
with  sensory  disabilities.  Since  its  inception,  IDEA  funding  has  enabled  the  captioning 
and/or  describing  of  the  following  program  types  to  make  them  accessible  for 
individuals  with  disabilities: 

C-SPAN  coverage  of  Congressional  floor  debates 

Presidential  and  Congressional  addresses  and  press  conferences 

Campaign  coverage 

National  and  local  news 

Children's  programs 

Educational  programs  for  classroom  use 

Prime-time  television  and  sporting  events 

Dramas  and  documentaries 

WGBH  offers  the  following  suggestions  regarding  the  funding  of  the  captioning  and 
video  description  portions  of  the  Media  and  Caption  Services  program: 

a.      WGBH  supports  level  funding  at  FY  1995  amounts  for  caption 
production,  distribution,  and  research  (approximately  $15,000,000). 

Captioned  television  has  been  one  of  the  great  "equalizers"  for  people  who  are  deaf  or 
hard-of-hearing.  It  has  acquainted  them  with  language,  culture,  experiences,  issues 
and  information  that  is  only  available  through  television.  In  our  society,  productive 
citizens  benefit  from  a  level  playing  field  and  equality  of  opportunity.  Media  and 
Captioned  Services  funding  continues  to  be  a  true  leveler  for  all  deaf  and  hard-of- 
hearing  people,  regardless  of  age,  education,  or  amount  of  hearing  loss. 

The  entire  captioning  field  has  witnessed  a  growing  amount  of  programming  available 
on  an  increasing  number  of  cable  and  broadcast  outlets.  Increases  in  captioned- 
program  availability  is  a  direct  result  of  IDEA  funding,  funding  which  has  also  provided 
an  incentive  for  many  to  enter  the  captioning  market.  Increased  competition  among 
service  providers  has  led  to  lower  costs  per  program  hour,  more  programs  with 
captioning,  and  increased  leverage  for  non-federal  funding.  In  fact,  though  one  of  the 
largest  captioning  agencies,  The  Caption  Center  receives  only  32%  of  its  current 
annual  budget  from  federal  government  grants.  However,  a  large  portion  of  its 
remaining  funding  is  leveraged  from  the  private  sector  only  because  of 
the  availability  of  the  seed  funds  from  these  IDEA  grants.   It  is  critical 
that  the  successful  public/private  partnership  established  by  IDEA 
programs  is  continued. 

In  1990,  the  Senate  Commerce,  Science  and  Transportation  Committee  found  that 
"access  to  closed  captioning  is  clearly  of  critical  importance".2  In  enacting  the 
Television  Decoder  Circuitry  Act  of  1990,  Congress  provided  deaf  and  hard-of-hearing 
viewers  with  an  affordable,  reliable,  and  user-friendly  mechanism  with  which  to  access 
captioned  programming  today.  Recently,  the  Advanced  Television  Systems 
Committee  (ATSC),  a  committee  comprised  of  TV  networks,  cable  operators, 
broadcasters,  production  companies,  and  equipment  manufacturers,  has  adopted  an 
Advanced  TV  (ATV)  transmission  standard  which  includes  an  enhanced  closed 
captioning  capability  with  multiple  caption  channels  as  well  as  a  separate  reserved 
channel  to  carry  video  description.  Thus,  the  technology  for  accessing  the  captioned 
and  described  programming  of  today  and  tomorrow  is  assured  for  ATV.  Yet,  without  a 
substantial  amount  of  captioned  and  described  programming,  the  potential  for  the 
technology  will  go  unfulfilled. 


2  Television  Decoder  Circuitry  Act;  see  S.  Rpt.  393,  101st  Cong.  (1990). 
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While  the  amount  of  captioned  programming  has  increased  enormously  since  1971, 
much  of  the  television  landscape  remains  a  veritable  wasteland  for  deaf  and  hard-of- 
hearing  viewers  due  to  the  tremendous  expansion  in  program  choices  and  outlets.  A 
large  majority  of  television  programming  remains  inaccessible  to  these  citizens  today. 
With  the  continuing  rapid  expansion  of  program  channels  expected  in  the  next  few 
years,  all  public  and  private  parties  with  a  concern  for  the  empowerment  of  disabled 
citizens  will  have  to  work  even  harder  to  assure  accessibility  to  the  coming  information 
and  entertainment  boom. 

It  is  also  unfortunately  true  that  only  a  tiny  percentage  of  videos  used  in  the  classroom 
are  captioned,  and  even  a  smaller  percentage  of  multimedia  products  are  accessible 
to  deaf  students.  This  is  certainly  not  a  level  playing  field  where  deaf  and  hard-of- 
hearing  students  can  compete  equally  with  their  hearing  peers. 

Due  to  the  demographics  of  the  aging  "baby-boom"  generation,  the  number  of  deaf 
and  hard-of-hearing  citizens  in  need  of  captioned  programming  will  grow  dramatically 
by  the  year  2000  and  beyond.  Without  continued  IDEA  funding  at  levels  at  least  as 
high  as  today's  budget,  the  proportion  of  captioned  programming  will  not  only  cease  to 
grow,  it  may  well  become  a  minuscule  percentage  of  the  total . 

For  these  reasons,  we  strongly  support  a  minimum  of  flat  funding  for  captioned 
programming  under  the  Media  and  Captioned  Services  program  or  its  successor.  This 
funding  will  ensure  that  the  captioning  industry,  which  the  program  has  cultivated,  will 
continue  to  grow  into  becoming  as  self-sufficient  as  possible. 

b.      WGBH  recommends  that  video  description  be  funded  at  a  level  of  at 
least  $2  million,  an  increase  of  $500,000  for  video  description  from  FY 
1995  levels. 

Video  description  has  proven,  over  the  last  five  years,  to  be  a  viable  way  to  assist 
people  who  are  blind  or  who  have  low  vision  in  gaining  access  to  television  programs 
and  movies.  Consumers  have  responded  enthusiastically  to  the  introduction  of  the 
service  and  have  repeatedly  asked  for  expansion  to  more  television  outlets  and  more 
programming.  People  who  are  blind  have  the  same  information  and  entertainment 
needs  as  those  who  are  deaf,  and  they  have  the  same  need  for  access  enabled  by 
technology.  Public  television  programming  and  popular  home  videos  from  drama  to 
comedy  to  documentaries  to  live  events  have  been  made  accessible  to  blind  and 
visually  impaired  people  via  IDEA  funding. 

IDEA  has  also  enabled  a  tremendously  valuable  outreach  program  whereby  libraries 
and  community  groups  have  acquired  much-desired  described  home  video 
programming  that  helps  blind  people  become  integrated  into  the  social  aspects  of  their 
communities. 

Over  the  past  five  years,  between  $1  million  and  $1.5  million  has  been  appropriated 
annually  for  video  description.  This  sum  was  sufficient  to  launch  the  service  on  public 
television  and  on  a  selection  of  home  videos  (with  additional  funds  leveraged  from 
corporations  and  foundations).  However,  this  level  of  funding  is  insufficient  to  promote 
growth.  Growth  is  essential  in  order  to  meet  present  and  future  needs  of  blind  and 
visually  impaired  audiences  who  are  demanding  an  expansion  of  the  service  to  other 
venues.  In  amending  the  Individuals  with  Disabilities  Education  Act  in  1990,  the 
House  Education  and  Labor  Committee  noted: 

"The  1980  Census  documents  12.8  million  Americans  with  vision  so  severely 
impaired  that  they  are  unable  to  read  even  with  glasses.  According  to  the 
Association  for  the  Education  and  Rehabilitation  of  the  Blind  (AER),  20%  of 
Americans  over  age  60  have  severe  vision  impairments.  The  AER  also  reports 
that  because  ours  is  an  aging  society,  visual  impairments  among  people  over 
65  will  double  by  the  year  2000."3 


Individuals  with  Disabilities  Education  Act  of  1990;  see  Conference  Report  544, 101st  Cong.  (1990). 
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There  are  valuable  lessons  to  be  learned  from  the  history  of  federal  funding  for 
captioning.  IDEA  funding  for  captioning  has  increased  competition  among  service 
providers  which,  in  turn,  has  led  to  lower  costs  per  program  hour,  more  programs  with 
captioning,  and  an  increased  leverage  for  non-federal  funding.  The  same  scenario 
will  be  possible  for  video  description  if  funding  is  sufficient  to  enable  service  providers 
to  offer  expanded  services  at  lower  costs  on  a  greater  number  of  channels.  IDEA 
funding  can  successfully  "seed"  the  marketplace  for  accessible  media,  but  because  of 
the  small  size  of  the  population  of  low-incidence  disabilities  such  as  deafness  and 
blindness,  federal  funding  is  most  appropriate  to  establish  this  niche.  Once 
established  and  demonstrated  as  a  viable  and  dedicated  audience  through  enhanced 
federal  "venture"  funding,  greater  amounts  of  private-sector  funding  can  be  leveraged. 

For  these  reasons,  we  strongly  recommend  a  modest  increase  of  $500,000  over  FY 
1995  levels  (to  reach  a  total  of  $2  million)  to  support  this  infant  industry.  Only  with 
these  additional  funds  will  the  service  be  able  to  adequately  address  the  needs  of  the 
increasing  number  of  blind  and  visually  impaired  individuals  in  our  society.  With  this 
enhanced  funding,  availability  of  the  service  will  spread  to  more  venues,  to 
commercial  broadcasters  and  cablecasters,  and  thereby  to  a  vastly  greater  audience. 


2.      WGBH  recommends  continued  focus  and  funding  throughout  all 
IDEA  programs  for  research  and  development  into  media  access 
technologies  for  education  which  takes  place  in  the  school,  the  home, 
and  the  workplace. 

To  policy-makers,  industry  developers,  teachers,  parents,  and  students,  the  excitement 
and  promise  of  widely  available  and  accessible  telecommunications  has  been 
growing  exponentially  over  the  past  few  years.  Many  agree  that  nowhere  will  such 
ubiquitous  access  to  telecommunications  be  more  beneficial  as  in  the  field  of  Special 
Education.  To  disabled  students,  flexible  multimedia  that  can  be  tailored  to  their 
needs  and  available  wherever  they  may  be  learning  is  the  greatest  promise  of  the 
Information  Superhighway. 

And  yet,  much  of  the  attention,  funding,  and  development  of  these  new  technologies, 
whether  in  the  commercial  or  public  sectors,  is  bypassing  the  needs  of  these  students. 
A  wide-variety  of  well-targeted  research  and  development  projects  are  needed 
throughout  the  field  of  Special  Education  for  two  major  purposes: 

1.  To  assure  that  newly  developed  mainstream  educational  technology  is  made 
accessible  to  and  usable  by  disabled  students.  Such  research  will  take  into  account 
proper  assessment  of  students'  needs  and  careful  design  of  technology  in  advance  of 
marketplace  introduction  so  that  costly  retrofitting  can  be  avoided.  Adequately  funded 
R&D  projects  will  help  students  who  are  disabled  share  equally  and  at  the  same  time 
in  the  coming  educational  media  and  telecommunications  bounty. 

2.  To  exploit  the  new  educational  media  for  the  special  needs  of  disabled 
students.  The  technological  tools  are  now  in  our  hands  to  create  practical,  computer- 
and  media-based  learning  solutions  for  students  who  are  deaf,  hard-of-hearing,  blind, 
visually  impaired,  learning  disabled,  or  physically  disabled.  These  new  technologies 
also  can  help  the  teachers  of  these  students,  by  tailoring  lessons  and  programs,  by 
enhancing  professional  development,  and  by  providing  class  content  in  whatever 
mode  best  serves  the  student.  By  the  same  process,  parents  of  disabled  students  (and 
disabled  parents)  will  be  better  able  to  participate  in  their  children's  education  through 
exploitation  of  new  telecommunications  and  media  technologies. 

IDEA-funded  programs  and  authorities  have  the  opportunity,  through  technological 
research  and  development,  to  advance  the  field  of  special  education  more  in  the  next 
five  years  than  it  has  been  in  the  last  twenty.  WGBH  recommends  funding  of 
Technology  Development  and  Support  within  IDEA  at  the  highest  possible  levels. 
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STATEMENT  OF  THE  ALLIANCE  FOR  EYE  AND  VISION  RESEARCH 

The  Alliance  for  Eye  and  Vision  Research  (AEVR)  appreciates  this  opportunity  to  submit  written 
testimony  to  the  Senate  Labor,  Health  and  Human  Services,  Education,  and  Related  Agencies 
Appropriations  Subcommittee  on  behalf  of  the  increased  government  support  for  the  National 
Eye  Institute  (NEI)  and  eye  and  vision  research. 

AEVR  is  an  organization  founded  by  the  American  Academy  of  Ophthalmology  (AAO),  the 
Association  for  Research  in  Vision  and  Ophthalmology  (ARVO),  and  the  Association  of 
University  Professors  in  Ophthalmology  (AUPO).  In  addition  to  these  founding  members,  we 
have  a  diverse  membership  consisting  of  professional  societies,  corporations,  and  voluntary 
health  and  philanthropic  organizations.  The  Alliance  was  formed  in  1993  and  our  membership 
is  continuing  to  grow  each  year. 

CITIZENS'  BUDGET  PROPOSAL 

AEVR  supports  the  "Citizens'  Budget  Proposal"  for  FY  1996  funding  for  the  National  Eye 
Institute  (NEI).  This  budget  proposal  was  endorsed  by  the  National  Advisory  Eye  Council 
(NAEC)  after  a  detailed  review  of  NEI's  intramural  and  extramural  research  programs.  The 
proposal  calls  for  a  FY  1996  budget  for  the  NEI  totaling  $422.3  million,  an  increase  of  $122.3 
million  over  the  amount  approved  in  FY  1995.  We  strongly  endorse  this  proposed  budget.  The 
level  of  funding  advocated  would  allow  research  proposals  to  go  forward  that  have  been 
identified  by  NEI,  the  NAEC,  and  experts  from  the  vision  research  community,  as  the  highest 
priorities  in  the  search  for  new  treatments  and  potential  cures  for  blinding  and  disabling  eye 
diseases. 

We  understand  that  this  large  of  an  increase  is  not  possible  given  the  current  budgetary 
environment.  We  are  compelled,  however,  to  present  a  proposed  budget  that  truly  reflects  the 
research  needs  that  will  allow  us  to  continue  the  progress  we  have  made  in  finding  the  causes 
of  disabling  eye  diseases.  This  budget  can  be  a  useful  reference  for  your  decision  on  a  final  FY 
1996  budget  for  the  NEI. 

We  are  encouraged  that  President  Clinton  showed  his  support  of  NEI  by  requesting  $300.7 
million,  or  a  3%  increase,  for  the  NEI  over  the  FY  1995  estimate.  In  recognition  of  the  fact  that 
the  Congress  is  faced  with  an  extremely  difficult  task  of  bringing  the  federal  government's 
budget  into  balance,  while  attempting  to  lower  the  tax  burden  on  Americans,  we  ask  that  this 
Congress,  and  this  Subcommittee  in  particular,  make  funding  for  the  National  Eye  Institute  one 
of  its  highest  priorities  by  providing  a  minimum  increase  of  10  percent  over  last  year's  funding 
level. 

The  NEI's  efforts  to-date  have  proven  that  eye  research  has  been  exceptionally  cost  effective  by 
significantly  reduced  government  spending  for  health  care  in  other  areas  of  the  federal  budget. 
This  says  nothing  of  the  more  important  benefits  of  this  research,  which  is  to  treat  and  cure 
disabling  eye  diseases  that  afflict  millions  of  Americans  and  tens  of  millions  of  people 
worldwide. 

THE  NEED  FOR  EYE  AND  VISION  RESEARCH 

More  than  12  million  Americans  suffer  from  irreversible  visual  impairment  and  more  than  one 
million  are  blind.  Three  million  Americans  have  chronic  visual  conditions  that  are  not 
correctable  by  eye  glasses  or  contact  lenses,  and  that  impair  everyday  function.  Over  100 
million  Americans  wear  corrective  glasses  or  contact  lenses.  The  costs  to  treat  these  disorders 
is  estimated  at  $22.3  billion  in  direct  medical  care  costs  and  $16.1  billion  in  indirect  costs. 

Blindness  is  the  disability  feared  most  by  Americans.  The  impact  on  quality  of  life  for  those 
afflicted  with  vision  disorders  is  enormous,  primarily  because  of  the  role  vision  plays  in  our 
daily  lives.  Through  continued  research,  however,  we  have  made  tremendous  progress,  and  are 
close  to  finding  new  treatments  to  several  debilitating  eye  diseases. 
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MAJOR  EYE  DISEASES  AFFLICTING  AMERICANS 

Glaucoma.  Over  three  million  Americans  have  glaucoma.  Severe  optic  nerve  damage  from 
glaucoma  has  led  to  blindness  for  over  120,000  people  in  the  U.S.  Glaucoma  is  the  leading 
cause  of  blindness  in  African-Americans.  As  a  group,  African-Americans  are  six  times  more 
likely  to  go  blind  from  primary  open  angle  glaucoma  (POAG),  the  most  prevalent  form  of  the 
disease,  than  the  rest  of  the  population.  Because  scientists  do  not  yet  understand  the  molecular 
and  cellular  basis  of  glaucoma,  treatments  have  been  difficult  to  identify.  The  disease  is 
associated  with  increased  intraocular  pressure  (IOP)  and  gradual  destruction  of  the  optic  nerve. 
The  most  common  treatment  is  the  use  of  medications  to  lower  IOP.  However,  the  connection 
between  lowering  the  IOP  and  its  effect  on  preventing  visual  field  loss  is  not  yet  fully 
understood. 

Age-Related  Macular  Degeneration  (AMD).  This  disease  is  the  most  common  cause  of  severe 
visual  impairment  in  older  Americans.  Approximately  1.7  million  people  have  decreased  vision 
and  over  100,000  are  blind  from  the  disease.  By  the  year  2030,  AMD  is  expected  to  affect  as 
many  as  6.3  million  of  the  66  million  elderly  in  America.  The  disease  causes  a  loss  of  central 
vision,  depriving  individuals  of  their  ability  to  read,  drive,  and  to  enjoy  other  leisure  activities 
that  require  good  vision.  Although  laser  therapy  is  effective  in  treating  the  ten  percent  of  people 
with  the  "wet"  form  of  this  disease,  there  is  no  effective  treatment  for  the  other  90  percent  who 
have  the  dry  form  of  the  disease. 

Cataract.  More  than  1.5  million  cataract  surgical  procedures  are  performed  each  year  in  the 
U.S.  at  a  cost  of  over  $5  billion.  Although  the  U.S.  has  made  great  progress  in  preventing 
blindness  due  to  cataract,  the  disease  remains  the  leading  cause  of  blindness  worldwide. 
Cataract  is  an  opacity  of  the  lens  of  the  eye  that  interferes  with  vision.  Surgery  is  the  only 
effective  treatment  for  cataract,  and  involves  removal  of  the  eye  lens,  which  requires 
replacement  with  an  artificial  lens,  special  glasses,  or  contact  lenses. 

Diabetic  Retinopathy.  This  disease  is  the  leading  cause  of  blindness  for  Americans  under  the 
age  of  60,  accounting  for  at  least  12  percent  of  new  cases  of  blindness  each  year  in  the  U.S. 
An  estimated  24,000  people  lose  their  vision  each  year  to  diabetic  retinopathy.  Persons  with 
diabetes  are  25  times  more  at  risk  for  blindness  than  is  the  general  population.  Diabetes 
damages  the  retinal  blood  vessels,  resulting  in  leakage  of  fluid  or  complete  vessel  closure  and 
subsequent  loss  of  vision.  According  to  the  National  Eye  Institute,  currently  recommended 
treatments  are  more  than  95  percent  effective  in  preventing  blindness  from  this  disease. 
Unfortunately,  only  50  percent  of  the  people  with  this  disease  are  receiving  treatment. 

Retinitis  Pigmentosa  (RP).  RP  is  a  group  of  inherited  diseases  affecting  more  than  100,000 
people  in  the  U.S.  of  all  social  and  ethnic  groups.  An  estimated  1.5  million  people  worldwide 
have  the  disease.  RP  strikes  its  victims  at  a  young  age,  with  most  patients  reporting  night 
blindness  during  adolescence.  By  the  age  of  40,  most  RP  patients  are  considered  legally  blind. 
No  effective  treatments  are  known  for  most  forms  of  retinal  degeneration,  including  RP. 

These  are  the  major  blinding  eye  diseases  and  disorders  in  the  U.S.,  but  there  are  many  other 
lesser  known  eye  disorders  afflicting  millions  of  Americans.  Some  of  these  include:  uveitis  or 
ocular  inflammation;  retinal  detachment;  dry  eye,  a  condition  occurring  in  people  (mostly 
women)  who  do  not  produce  enough  tears  to  keep  the  eye  wet  and  comfortable;  retinopathy  of 
prematurity  (ROP),  affecting  low  birth  weight  infants;  corneal  dystrophy,  which  results  in 
abnormal  development  of  the  cornea;  ocular  herpes,  which  often  are  recurrent,  like  cold  sores 
on  the  lip,  and  can  lead  to  severe  corneal  scarring;  strabismus  or  misalignment  of  the  eye; 
amblyopia,  commonly  known  as  "lazy  eye";  presbyopia,  which  is  age-related  and  involves  the 
inability  of  the  lens  to  focus  on  nearby  objects;  nystagmus,  which  causes  irregular  eye 
movements;  and  non-arteritic  ischemic  optic  neuropathy  (NAION),  the  most  common  cause  of 
sudden  visual  loss  in  older  persons.  Of  course  there  are  numerous  refractive  disorders  currently 
treated  with  corrective  lenses  or  surgical  procedures. 
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NEI-supported  researchers,  both  at  the  National  Eye  Institute  in  Bethesda,  Maryland  as  well  as 
extramural  scientists  at  universities  and  research  institutions  around  the  country,  are  actively 
searching  for  new  treatments  and  the  discovery  of  the  underlying  causes  of  these  conditions. 

COST  SAVINGS  THROUGH  EYE  RESEARCH 

Visual  disorders  and  disabilities  impose  an  estimated  $22.3  billion  in  direct  medical  care  costs 
and  $16. 1  billion  in  indirect  costs  on  our  society  each  year.  Research  supported  by  the  NEI  has 
done  much  to  lower  the  costs  associated  with  eye  disease.  More  importantly,  this  research  has 
raised  the  quality  of  living  of  many  of  those  afflicted  with  eye  disease  by  offering  treatment 
options  for  many  of  these  dreaded  diseases,  and  prolonging  the  vision  for  many  others  when 
cures  or  effective  treatments  are  not  available. 

Below  are  several  examples  of  how  NEI  supported  research  has,  or  will,  produce  savings  in 
other  areas. 

•  New  treatments  that  delay  or  prevent  the  development  of  diabetic  retinopathy  is  saving 
an  estimated  $1.2  to  $1.6  billion  per  year.  Prior  to  these  new  treatments,  50  percent 
of  those  with  diabetic  retinopathy  with  high  risk  characteristics  were  blind  within  five 
years. 

Unfortunately,  only  half  of  the  people  with  high  risk  characteristics  are  receiving 
treatment.  The  NEI  is  working  to  get  information  about  the  new  treatment  out  through 
its  National  Eye  Health  Education  Program  (NEHEP). 

•  Medicare  reimbursement  for  cataract  surgery  accounts  for  12  percent  of  the  Part  B 
budget,  at  an  annual  cost  of  $5  billion.  If  the  rate  of  cataract  development  could  be 
slowed  by  10  years,  approximately  50  percent  of  the  cataract  operations  would  be 
avoided  and  $2.5  billion  could  be  saved  annually. 

•  Blindness  from  glaucoma  costs  an  estimated  $1.5  billion  annually  in  Social  Security 
benefits,  lost  tax  revenues,  and  health  care  expenditures.  Improved  treatment  techniques 
for  this  disease  would  significantly  reduce  these  costs. 

•  NEI  recently  issued  an  alert  resulting  from  a  clinical  trial  on  non-arteritic  ischemic  optic 
neuropathy  (NAION),  the  most  common  cause  of  sudden  visual  loss  in  older  Americans. 
The  alert  advised  physicians  that  a  common  procedure  for  treating  this  disease,  which 
was  both  difficult  and  expensive,  was  not  an  appropriate  treatment.  This  will  save  an 
estimated  $30  to  $70  million  annually. 

•  An  NEI  study  recently  demonstrated  the  effectiveness  of  a  new  treatment,  called 
cryotherapy,  in  halting  the  progression  of  abnormal  proliferation  of  blood  vessels  in  the 
back  of  eyes  of  very  premature  infants.  This  treatment  is  estimated  to  save  $20 
million  annually. 

•  An  NEI-supported  clinical  trial  found  that  an  expensive  treatment  for  optic  neuritis,  an 
acute  debilitating  inflammation  of  the  optic  nerve  that  primarily  affects  women,  was  not 
effective  in  treating  the  disease.  Savings  of  $26  million  per  year  in  treatment  costs  are 
expected  to  be  realized  as  a  result  of  this  study. 

BIOTECHNOLOGY  AND  EYE  RESEARCH 

In  his  testimony  before  the  House  Labor,  Health  and  Human  Services,  Education,  and  Related 
Agencies  Appropriations  Subcommittee,  Dr.  Carl  Kupfer,  Director  of  the  NEI,  pointed  out  a 
recently  completed  study  that  underscores  NIH  NEI's  role  in  the  biotechnology  industry.  The 
study  reported  that  of  all  the  patent  applications  filed  from  1978  to  1993,  40%  of  those  patent 
applications  listed  NIH  as  a  source  of  funding.  Even  more  impressive  is  the  fact  that  of  those 
40%,  60%  specifically  listed  NEI  as  the  source  of  funding. 


392 


CONCLUSION 

We  appreciate  the  strong  support  for  research  demonstrated  by  the  Congress  over  the  years. 
This  Subcommittee  has  shown  great  leadership  in  this  area  and  we  are  extremely  grateful. 

We  ask  this  Subcommittee  to  continue  its  strong  support  of  research  at  the  National  Eye 
Institute.  We  are  close  to  finding  new  treatments  and  potential  cures  to  many  of  the  eye  diseases 
and  disorders  afflicting  millions  of  Americans  and  tens  of  millions  of  people  worldwide.  It 
would  be  a  tragedy  for  this  important  work  to  be  delayed,  or  in  some  cases  stopped  altogether, 
due  to  inadequate  funding. 

Thank  you  again,  for  the  opportunity  to  submit  this  written  testimony  for  the  record.  We 
encourage  you  to  use  AEVR  as  a  resource  for  any  questions  that  might  arise  during 
Subcommittee  deliberations. 


STATEMENT  OF  GAY  LYNN  GAGNON,  ON  BEHALF  OF  THE  ALZHEIMER'S 

ASSOCIATION 

Mr.  Chairman  and  members  of  the  Committee.  My  name  is  Gay  Lynn  Gagnon.  I  am 
joined  by  my  husband  Lou  and  Steve  McConnell  of  the  Alzheimer's  Association.  For  25  years, 
my  husband  served  his  country  proudly  as  a  fighter  pilot  in  the  United  States  Marine  Corps. 
He  has  been  a  successful  businessman  and  a  loving  father  of  our  six  children. 

Today,  my  husband  sits  before  you  unable  to  speak  a  single  word  or  to  sustain  a  coherent 
thought.  He  is  unable  to  dress,  shave  or  feed  himself.  Getting  him  ready  to  come  with  me  this 
morning  was  a  four-hour  ordeal.  That  terrible  thief  of  a  disease  called  Alzheimer's  has  stolen 
his  voice  and  most  of  his  mind,  and  with  it  all  semblance  of  normalcy  in  our  once  picture-perfect 
family. 

I  am  so  grateful  to  you  for  allowing  me  to  take  a  few  minutes  of  your  time  to  tell  my 
story.  It  is  a  story  you  probably  didn't  expect  to  hear  from  a  woman  in  her  early  fifties. 
Afterall,  most  people  think  of  Alzheimer's  disease  as  an  affliction  of  the  elderly.  I'm  here  to 
bear  witness  that  this  disease  can  and  does  strike  people  of  all  ages  --  sometimes  directly  as  it 
did  my  husband  in  the  prime  of  his  life  at  the  age  of  54,  other  times  indirectly  as  it  did  me  in 
my  forties  and  our  children,  three  of  whom  were  in  college  and  two  who  were  just  starting  their 
families.  Alzheimer's  is  a  family  disease  and  because  of  that  its  devastation  is  multiplied  many 
times  over. 

The  devastation  in  our  family  began  nearly  ten  years  ago  when  Lou  began  to  have 
problems  with  his  eyesight  and  trouble  writing.  The  doctors  said  it  was  probably  stress  and 
prescribed  moie  vacations  and  biofeedback.  But,  it  continued  to  worsen.  Soon  he  couldn't  put 
words  on  paper,  his  fine  motor  skills  deteriorated  and  his  speech  became  limited.  In  1988,  the 
doctors  concluded  he  had  Alzheimer's  disease.  At  the  time,  we  had  no  idea  what  this  would 
eventually  mean  for  our  life  together  and  for  our  family. 

Suddenly,  we  were  thrown  into  a  whirlwind.  The  first  thing  that  happened  is  Lou  had 
to  give  up  his  business,  immediately.  You  have  to  understand,  when  Lou  left  the  Marine  Corps 
after  25  years,  his  dream  was  to  start  his  own  financial  services  business,  which  he  did.  And, 
he  was  enormously  successful.  He  loved  what  he  did  and  he  was  very  good  at  it.  All  of  that 
was  lost  to  this  disease,  and  with  it  our  financial  security.  I  had  to  step  in  and  learn  the  ropes 
so  I  could  at  least  begin  to  sell  off  and  close  down  the  business.  It  took  me  four  years.  My 
husband  was  at  my  side  giving  whatever  advice  he  could.  My  heart  breaks  every  time  I  think 
about  the  disappointment  and  frustration  he  felt  seeing  his  dreams  disappear. 

My  husband's  and  my  dreams  have  turned  into  nightmares.  He  is  totally  dependent  on 
me  now  I  do  everything  for  him.  He  gets'  up  nearly  every  night  and  paces  endlessly  and 
aimlessly  throughout  the  house,  a  common  problem  among  those  with  Alzheimer's.  As  a  result, 
neither  of  us  gets  much  sleep.  We  still  go  out  to  stores  together  during  the  day,  but  that  is 
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becoming  increasingly  difficult.  He  doesn't  like  the  noise  and  people  coming  at  him.  And, 
people  are  inconsiderate  and  impatient.  They  don't  know  what  is  going  on  inside  his  head... he 
looks  so  normal. 

When  Lou  and  I  could  still  talk  with  each  other,  he  asked  me  to  stay  by  his  side  through 
this  ordeal.  I  made  a  vow  to  him  that  I  would  keep  him  at  home,  a  vow  that  becomes  ever  more 
complicated  each  passing  day.  I  now  get  out  of  the  house  for  an  exercise  class  three  times  a 
week  for  one  and  one-half  hours.  That  is  the  extent  of  my  freedom.  I  have  to  get  more  help. 
As  this  disease  progresses  he  will  need  24-hour-a-day  care.  If  I  were  to  pay  for  such  care  it 
would  cost  me  $75,000  a  year,  a  price  tag  that  would  quickly  impoverish  us.  I  can't  continue 
to  bear  the  entire  load,  but  the  alternatives  seem  impossible.  I  feel  trapped. 

In  the  past  6  years,  we  have  called  all  over  the  world  looking  for  treatments.  Lou  has 
been  in  four  studies  and  two  clinical  trials.  He  is  on  the  only  drug  available  for  this  disease  — 
tacrine  —  but  it  doesn't  have  much  effect.  We  need  more  research,  more  drug  trials,  more 
freedom  for  the  scientists  to  pursue  promising  leads. 

I'm  here  to  plead  with  you  to  somehow  find  a  way  to  increase  funding  for  Alzheimer's 
research.  There  are  now  4  million  Americans  with  Alzheimer's  disease.  According  to  a 
scientific  study  published  in  the  August,  1994  Journal  of  Public  Health,  the  lifetime  cost  of  the 
disease  is  $1.75  trillion  dollars.  This  assumes  the  number  of  people  afflicted  will  not  go  up. 
Unless  we  succeed  in  treating  or  preventing  this  disease,  the  number  of  people  afflicted  will 
more  than  triple  to  14  million  by  the  time  our  grandchildren  are  paying  the  bills. 

I  know  funds  for  research  are  hard  to  come  by  because  the  deficit  is  high  and  Congress 
is  seeking  to  downsize  the  cost  of  government.  One  of  the  best  arguments  for  balancing  the 
budget  is  that  we  don't  want  to  pass  along  uncontrollable  debts  to  our  children  and 
grandchildren.  However,  we  also  do  not  want  to  pass  along  uncontrollable  diseases  like 
Alzheimer's  that  will  bankrupt  our  children  and  destroy  their  families. 

The  Alzheimer's  Association  is  calling  for  an  annual  commitment  of  $500  million  for 
Alzheimer  research,  but  believes  strongly  that  adding  only  $50  million  to  last  year's  annual 
commitment  of  $311  million  will  allow  the  scientists  to  maintain  momentum  toward  finding 
treatments  and  ways  to  prevent  or  delay  the  onset  of  this  disease.  By  making  a  small  down 
payment  toward  research,  we  can  help  reduce  the  cost  of  this  disease  and  alleviate  an  enormous 
amount  of  suffering. 

My  plea  to  you  is  not  just  for  me  and  my  husband  and  our  family,  but  for  you  and  your 
families  and  those  of  your  constituents  across  this  country.  The  threat  to  all  of  you  is  ever- 
present  as  more  and  more  people  in  their  40's  and  50's  are  being  diagnosed.  Any  one  of  us 
could  get  this  disease  at  any  time.  Had  he  not  gotten  sick,  my  husband  would  still  be  a 
productive,  tax  paying  member  of  society. 

I  implore  you  to  be  instrumental  in  preventing  this  scenario  for  others.  Right  now  we 
have  no  choices,  there  is  nothing  we  can  do  to  prevent  Alzheimer's  disease  and  almost  nothing 
if  we  get  the  disease.  We  need  choices  and  we  have  a  right  and  a  responsibility  to  try  to  find 
a  cure  and  ways  of  preventing  the  disease.  Thank  you  for  anything  you  can  do  to  help  make 
those  choices  a  reality. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  CHILD  AND 
ADOLESCENT  PSYCHIATRY 

Introduction 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  appreciates  this  opportunity  to  submit  testimony  to  the 
Senate  Subcommittee  on  Labor,  Health  and  Human  Services,  and  Education  and  Related  Agencies  regarding  fiscal  year 
19%  appropriations  for  the  National  Institute  of  Mental  Health  and  the  Substance  Abuse,  Mental  Health  Services 
Administration. 
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American  Academy  of  Child  and  Adolescent  Psychiatry 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  is  a  national,  professional  association  of  over  5,900  child 
and  adolescent  psychiatrists.  Its  members  are  physicians  who  have  completed  a  general  psychiatry  residency  and  a  two- 
year  residency  training  program  in  child  and  adolescent  psychiatry.  This  medical  discipline  is  concerned  with  the 
prevention,  diagnosis  and  treatment  of  developmental  and  psychiatric  disorders  in  children,  adolescents  and  their 

families. 

National  Institute  of  Mental  Health 

The  Academy  is  especially  interested  in  appropriations  for  the  National  Institute  of  Mental  Health  because  of  the 
ongoing  research  projects  examining  mental  disorders  of  childhood  and  adolescence.  In  FY  1 995,  NIMH  officially 
completes  the  Congressionally  requested  five-year  National  Plan  for  Research  on  Child  and  Adolescent  Mental 
Disorders  This  plan  has  focused  on  three  immediate  goals: 

•  Develop  and  sustain  a  critical  mass  of  basic  and  clinically  oriented  researchers  focused  on  mental  disorders  that 
afflict  children  and  adolescents. 

•  Stimulate  a  wide  range  of  basic  and  clinical  research  at  the  frontiers  of  scientific  inquiry. 

•  Form  an  institute-wide  consortium  of  NIMH  program  staff  concerned  with  child  and  adolescent  mental  health 
research  to  implement  the  National  Plan. 

The  first  two  goals  were  tied  to  funding  increases  in  NIMH  support  for  research  into  the  disorders  of  childhood  and 
adolescence.  The  third  required  an  effort  to  provide  internal  coordination  of  research  related  to  children  and 
adolescents. 

Any  decrease  in  the  research  budget  could  jeopardize  the  innovative  and  exciting  research  projects  generated 
over  the  past  four  years. 

The  National  Plan  for  Research  on  Child  and  Adolescent  Mental  Disorders 

The  first  two  years  of  the  five-year  plan,  FY  1 991  and  1 992,  began  the  revitalization  of  the  research  effort  for  children's 
disorders.  Funding  levels  and  productivity  were  infused  with  a  larger  share  of  the  NIMH  research  budget,  but  in  FY 
1993,  the  ADAMHA  reorganization  and  the  minimum  increase  in  appropriations  delayed  approval  of  many  research 
applications  Where  actual  spending  in  FY  1 990,  the  base  year  for  the  National  Plan,  was  approximately  $60  million  for 
research  attached  to  the  disorders  of  childhood  and  adolescence,  fiscal  years  1991  to  1993  boosted  that  amount  to  over 
$  1 00  million.  The  excitement  that  Congressionally-approved,  increased  funding  brings  to  all  NIMH  research  transfers 
easily  to  research  programs  for  child  and  adolescent  mental  disorders. 

Fiscal  years  1993  and  1 994  slowed  funding  for  new  research  projects.  The  ADAMHA  reorganization  diverted  funds 
from  NIMH  in  FY  1 993,  and  last  year  a  $30  million  increase  was  divided  among  all  research  programs  at  NIMH  The 
research  into  disorders  of  childhood  and  adolescence  is  slowing  again,  and  the  impetus  of  the  five-year  plan  will  be  lost 
if  FY  1 996  appropriations  are  not  increased. 

Report  Card  on  the  National  Plan  for  Research  on  Child  and  Adolescent  Mental  Disorders:  The  Midway  Point 

In  1994,  the  American  Academy  of  Child  and  Adolescent  Psychiatry  commissioned  a  report  that  would  compare  the 
goals  of  the  five-year  plan  to  its  implementation.  The  Report  Card  found  overall  increases  in  research  on  child  and 
adolescent  mental  disorders  from  FY  1987  to  FY  1993,  with  the  greatest  gain  in  services  research.  Research  on 
prevention  and  AIDS  also  grew  substantially.  Basic  behavioral  and  biomedical  research  shows  a  slower  rate  of  growth, 
with  intramural  research  having  the  slowest  rate  of  growth. 

The  Congressional  request  for  the  five-year  plan  was  a  excellent  incentive  for  NIMH  and  the  follow-up  report  reveals 
that  the  agency  has  been  attentive  to  the  recommendations  in  the  plan.  The  Report  Card  details  areas  of  progress  for 
child  and  adolescent  mental  disorder  research,  and  makes  the  following  observations: 

Basic  Research 

The  last  several  years  have  produced  substantial  gains  in  our  knowledge  of  the  basic  factors  that  shape  and 
influence  the  developing  brain.  Advances  in  our  understanding  of  the  role  of  genes  in  brain  formation  have 
been  particularly  noteworthy.  .  .  As  a  result,  we  are  on  the  threshold  of  gaining  a  more  complete  understanding  of 
the  basic  features  of  the  genetic  programming  of  brain  development. 

Another  conceptual  advance  is  the  discovery  of  the  extent  to  which  hormones  affect  the  developing  brain 
Some  of  these  hormonal  signals  may  influence  crucial  bonding  and  attachment  behaviors  Indeed,  the  capacity 
of  the  brain  to  respond  to  circulating  hormones  is  significant  for  children  because  environmental  stresses  can 
affect  the  levels  of  circulating  hormones,  and  such  fluctuations  in  hormone  levels  are  known  to  alter 
connections  between  neurons  and/or  permanently  alter  the  activity  and/or  responsivity  of  crucial  brain 
circuits  ..Identifying  the  hormonal  and  environmental  factors  which  potentially  affect  this  process  may  aid  in 
understanding  normal  and  abnormal  learning  processes  as  they  relate  to  cognition,  socialization,  and  other 
behaviors. 
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Clinical  Research 

The  growth  of  clinical  research  into  the  disorders  of  childhood  and  adolescence  is  based  on  the  overall 
increases  in  NIMH  research  funding  since  FY  1987;  however,  the  precision  of  the  estimates  is  limited  by 
uncertainties  about  how  much  actual  support  for  child  and  adolescent  mental  disorders  research  is  contained  in 
grants  awarded  by  NIMH  that  are  coded  as  falling  within  the  child  and  adolescent  domain. ..In  many  instances, 
the  principal  focus  of  the  grant  is  on  adult  mental  disorders  but  they  have  been  included  in  NIMH's  totals 
because  they  touch  on  developmental  issues.  The  NIMH  program  staff  have  indicated  there  are  many 
outstanding.,  project  grants  that  are  not  being  funded  because  of  a  shortage  of  funds.  Currently  only  three 
program  projects  and  two  center  grants  focus  on  the  clinical  mental  disorders  of  children  and  adolescents. 
These  numbers  fall  well  short  of  the  goals  of  the  National  Plan  which  called  for  at  least  1 5  such 
centers/program  projects. 

One  of  the  areas  the  Report  Card  points  out  as  needing  substantial  development  is  the  field  of  child  and  adolescent 
psychopharmacology.  The  report  notes: 

The  number  of  funded  psychopharmacologic  studies  has  grown  from  9  to  16  between  1987  and  1993. .There 
continues  to  be  a  number  of  significant  difficulties,  however,  in  developing  pharmacologic  research  in  children 
and  adolescents  A  major  problem  concerns  the  reluctance  of  pharmaceutical  companies,  NIMH  or  others  to 
fund  research  focused  on  the  safety  and  efficacy  of  potentially  useful  psychotropic  medications  in  the  pediatric 
age  range... NIMH  is  to  be  commended  for  its  initiatives  in  bringing  together  representatives  from  the  FDA,  the 
Office  of  Protection  from  Research  Risks,  representatives  from  the  pharmaceutical  industry,  child 
psychopharmacology  researchers,  and  the  lay  community  to  enlist  their  help  in  addressing  these  issues. 

The  AACAP  has  joined  these  efforts  to  ensure  safe,  competent  drug  trials  for  all  medications  prescribed  for  children  and 
adolescents. 

Services  Research 

Services  research  has  shown  the  greatest  increase  in  funding  because  of  the  1 5  percent  set-aside  funds.  The 
Report  Card  notes  that  in  spite  of  the  increase,  the  level  of  funding  still  stands  at  54  percent  of  the  target  in  FY 
1 993.  Specific  areas  where  services  research  has  expanded  include: 

•  Development  of  service  system  integration  models, 

•  Examination  of  the  types  of  services  used  by  children  and  families  across  the  major  service  sectors, 
using  service  utilization  studies, 

•  Utilization  of  services  by  minority  adolescents  and  by  children  in  foster  care. 

Additional  studies  are  still  required  in  order  to  understand  the  effectiveness  of  services  provided  by  the 
educational,  foster  care  and  juvenile  justice  systems;  comparative  studies  of  community-based  services  versus 
residential  treatment  or  hospital-based  services;  the  effectiveness  of  services  used  by  minority  children  and 
families;  the  impact  of  more  direct  parental  involvement  in  treatment,  service  delivery  planning,  and  service 
system  design;  and  studies  of  alternative  treatments  and  services,  such  as  family  preservation,  therapeutic  foster 
care,  or  wrap-around  services  using  flexible  funding.  Many  of  these  areas  will  be  addressed  in  a  major  study, 
UNOC-CAP,  now  being  implemented. 

UNOC-CAP 

In  FY  1993,  a  1 5  percent  set-aside  for  researching  mental  illness  services  is  now  the  basis  for  the  service  Use,  Need, 
Outcomes  and  Costs  for  Child  and  Adolescent  Populations  (UNOC-CAP)  study  UNOC-CAP  involves  a 
systematic  study  of  children's  mental  illness  needs  and  services  based  on  a  representative  national  sample  of  children,  as 
well  as  a  more  in  depth  examination  of  service  needs  and  utilization  in  four  sites  with  diverse  regional,  cultural  and 
economic  backgrounds  (Los  Angeles,  Baltimore,  St  Louis,  and  North  Carolina). 

Results  of  this  study  will  help  delineate  the  extent  of  the  unmet  need  for  mental  illness  services  in  this  country  (including 
the  prevalence  and  incidence  of  child  and  adolescent  psychopathology  at  local  and  national  levels),  the  patterns  of 
service-related  outcomes  for  children  and  adolescents  who  do  and  do  not  receive  care,  and  the  costs  of  care.  The  chance 
to  follow  longitudinally  a  national  sample  of  7,000  children,  aged  4  to  1 7,  provides  unprecedented  research 
opportunities  to  examine  a  range  of  risk  and  protective  factors. 

Already  called  the  study  of  the  decade,  it  will  be  critical  in  assessing  how  children  with  a  serious  emotional  disorder  fare 
in  the  current  system.  The  study  is  longitudinal  and  will  track  children  across  all  service  systems:  education,  juvenile 
justice,  welfare,  health,  and  mental  health.  Children  aged  four  and  above  are  being  followed  for  at  least  five  years  as 
they  access  the  system  and  receive  services. 

It  is  imperative  that  services  research  funding  be  available  for  the  UNOC-CAP  study.  Congress  can  be  proud  of 
providing  this  federal  institute  with  the  resources  necessary  to  measure  the  illnesses,  the  services  and  the  lives  of  the 
children  touched  by  them.  It  is  almost  the  equivalent  of  funding  a  cognitive  CAT  scan  of  child  and  adolescent  emotional 
disorders  as  they  are  managed  in  the  current  system. 
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Update:  NIMH  Research  on  Child  and  Adolescent  Disorders 

The  importance  of  the  focus  a  five-year  plan  puts  on  a  research  sphere,  such  as  children  and  adolescents  cannot  be 
overstated.  There  are  specific  examples  of  what  can  be  done  when  Congress,  NIMH  and  the  research  field  join  together. 
Projects  that  have  been  enhanced  by  the  five-year  National  Plan  for  Research  on  Child  and  Adolescent  Mental  Disorders 
include  the  following: 

1 .  New  and  enriched  NIMH  Centers  for  Research  provide  a  center  where  researchers  work  in  a  stimulating  and 
productive  environment.  At  the  centers,  questions  about  effectiveness  of  treatment  and  outcomes  research  are 
addressed.  Services  research  projects  are  designed  to  help  close  the  gap  between  treatment  knowledge  and 
delivery  of  appropriate  services  The  ADAMHA  reorganization  legislation  mandated  that  NIMH  obligate  not 
less  than  1 5  percent  of  its  annual  extramural  research  budgets  for  health  services  research.  Research  at  the 
Centers  includes: 

o  Research  on  services  for  underserved  populations,  including  minority  children,  adolescents,  and  their 

families,  as  well  as  poor  and  disadvantaged  children,  children  in  rural  areas,  homeless  children, 
abused  children,  and  children  and  adolescents  with  aMxxurring  problems  such  as  physical  disorders 
or  substance  abuse. 

o  Research  on  the  effectiveness  of  consultation/liaison  psychiatry  and  other  services  provided  by 

professionals  to  children  and  adolescents  in  various  settings  including:  general  health  care, 
educational,  day  care,  social  service  and  juvenile  justice. 

The  1 990  National  Plan  noted  that,  "Collaboration  and  exchange  among  researchers  from  the  various  disciplines  dealing 
with  childhood  mental  disorders  also  needs  strong  encouragement."  The  Centers  for  Research  on  Mental  Health 
Services  for  Child  and  Adolescents  promote  these  collaborations  and  exchanges  and  give  tremendous  promise  for  the 
future. 

2.  Another  principal  project  is  the  funding  of  a  multi-site  collaborative  study  on  a  major  disorder  of  childhood 
NIMH  is  funding  $2.5  million  in  cooperative  agreement  awards  for  a  multi-site  multimodal  treatment  study  of 
attention-deficit  hyperactivity  disorder  (ADHD)/attention-deficit  disorder  (ADD).  This  disorder  is  among  the 
most  common  of  childhood  mental  disorders.  Up  to  9  percent  of  all  children  may  have  either  ADHD  or  ADD, 
and  these  diagnoses  account  for  one-third  to  one-half  of  all  referrals  for  services  related  to  mental  illness.  For 
children's  emotional  disorders,  attention-deficit  disorders  comprise  the  largest  share  of  economic  cost  and 
personal  and  family  frustration  and  despair.  Genetic  research  revealed  a  gene  defect  that  can  now  be  folded 
into  the  bank  of  existing  knowledge  about  hyperactivity. 

This  is  especially  important  since,  over  the  years,  there  has  been  debate  as  to  what  the  definitional  boundaries  for 
hyperactivity  are  and  about  the  scientific  legitimacy  of  its  status  as  a  distinct  clinical  syndrome.  Treatment  research 
needs  to  establish  answers  to  definition  and  treatment  questions.  The  NIMH  treatment  study  is  now  underway  and  will 
be  researching  and  assessing,  over  five  years,  the  outcomes.  Reaching  an  understanding  of  ADHD  and  ADD  can,  on  its 
own,  justify  the  cost  of  the  National  Plan  and  contribute  immeasurably  to  the  long-term  welfare  of  families  and  children 
touched  by  this  disorder.  But  funding  for  the  full  five-year  study  is  not  assured.  Funding  depends  on  annual 
appropriations  to  sustain  ongoing  research  projects. 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  recommends  that  NIMH  appropriations  be 
increased,  that  S624.5  million  be  appropriated  for  FY  1996  NIMH  research  programs,  and  that  NIMH's  child 
and  adolescent  research  agenda  be  supported  in  report  language. 

SUBSTANCE  ABUSE.  MENTAL  HEALTH  SERVICES  ADMINISTRATION 

The  newest  administration,  SAMHSA,  is  the  home  of  the  Center  for  Mental  Health  Services  The  Center  is 
administering  grants  to  states  and  communities  for  innovative  systems  of  care  for  people  with  mental  illnesses,  with 
special  emphasis  on  children  and  adolescents.  The  Planning  and  System  Development  Program  (formerly  known  as  the 
Child  and  Adolescent  Service  System  Program)  and  the  Children's  Mental  Health  Services  Improvement  Act,  authorized 
in  1992,  both  provide  funds  to  states  and  communities  to  use  for  providing  a  comprehensive  range  of  services  for 
children,  adolescents  with  mental  illnesses  and  their  families. 

Planning  and  System  Development  Program  (PSDP) 

The  provision  of  services  for  treating  mental  illness  is  an  important  complement  to  research.  The  Planning  and  System 
Development  Program  is  a  remarkably  effective  and  efficient  program.  It  improves  systems  of  service  delivery  to 
children  and  adolescents  who  are  severely  emotionally  disturbed.  Through  PSDP,  mental  health,  health,  education, 
juvenile  justice,  nutrition,  substance  abuse  treatment,  and  special  education  are  coordinated  SAMHSA  supports  the 
service  system  improvement  grant  program  with  technical  assistance  and  with  special  programs  for  children  and 
adolescents  and  their  families  who  are  homeless,  infected  with  the  AIDS  virus,  or  part  of  a  cultural  minority. 
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Comprehensive  Community  Mental  Health  Services  for  Children  Act  (P.L.102-321) 

Congress  approved  the  Comprehensive  Community  Mental  Health  Services  for  Children  Act  in  1992,  as  a  part  of  the 
ADAMHA  reorganization.  This  legislation  provides  states  and  communities  with  resources  to  organize  and  deliver 
comprehensive,  interagency  services  to  children  and  adolescents  with  serious  emotional  disorders.  Authorized  for  $200 
million,  this  program  received  only  $4.9  million  in  FY  1993  to  begin  its  work.  FY  1994  raised  the  appropriations  to 
$35  million,  and  to  $60  million  in  FY  1 995.  Service  site  funding  has  now  reached  22  areas  of  the  country,  but  over  40 
applications  for  assistance  have  been  received.  This  year's  appropriation  is  critical  to  communities  to  help  plan  and 
provide  services  for  treating  mental  illnesses  within  their  health  care  system.  If  meaningful  reform  is  to  be  completed, 
communities  must  be  able  to  provide  efficient,  effective  treatment  in  a  range  of  services  where  patients  live,  not 
hundreds  of  miles  away  in  other  cities  or  states.  Congressional  leadership  must  continue  to  support  the  children's  mental 
health  services  program  through  the  Center  for  Mental  Health  Services.  At  least  $6 1 .6  million  is  needed  to  allow  states 
and  communities  to  serve  children  and  adolescents  through  a  range  of  coordinated  services,  such  as  day  treatment, 
respite  care,  outpatient  services  in  various  settings,  and  intensive  home-based  services. 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  recommends  S24.9  million  be  appropriated  for  the 
SAMHSA  Community  Support  Program/Child  and  Adolescent  Service  System  Program,  and  also  recommends 
$61.6  million  for  the  Children's  Mental  Health  System  Improvement  Act. 

Summary 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  strongly  supported  the  development  of  the  National  Plan  for 
Research  on  Child  and  Adolescent  Emotional  Disorders.  In  the  1980's,  the  Institute  of  Medicine  found  that  for 
childhood  disorders  research  was  lagging,  researchers  were  few  and  breakthrough  diagnoses  and  treatments  were  not 
finding  their  way  into  the  field.  We  know  from  the  Report  Card  that  progress  has  been  made  to  change  this  pattern,  but 
in  FY  1995,  the  final  year  of  five-year  plan  is  ending  We  have,  in  the  Report  Card,  an  excellent  assessment  of  the  first 
three  years  of  the  Plan.  This  assessment  can  be  used  by  NIMH  to  develop  methods  of  enhancing  the  coordination 
departments  and  the  distribution  of  research  findings.  It  is  time  to  appreciate  what  has  begun  and  look  forward  to  the 
benefits  of  research  investments.  With  continued  support,  it  will  be  possible  to  realize  the  work  that  has  gone  into 
recruiting  and  training  future  researchers.  They  will  be  the  future  of  understanding  and  treating  child  and  adolescent 
mental  disorders. 


STATEMENT  OF  GERALD  KRUEGER,  M.D.,  CHAIRMAN,  AMERICAN 
ACADEMY  OF  DERMATOLOGY  [AAD]  COUNCIL  ON  RESEARCH 

Mr.  Chairman  and  members  of  the  Subcommittee: 

My  name  is  Gerald  Krueger,  M.D.  I  am  a  Professor  of  Medicine,  Division  of 
Dermatology,  at  the  University  of  Utah  School  of  Medicine  in  Salt  Lake  City,  Utah.  Today,  I 
appear  as  the  Chairman  of  the  American  Academy  of  Dermatology's  (AAD)  Council  on  Research. 

My  colleagues  and  our  patients  thank  you  and  members  of  the  subcommittee  for  your 
continued  support  for  the  National  Institutes  of  Health  (NTH)  and  the  Centers  for  Disease  Control 
and  Prevention  (CDC).  I  would  also  like  to  thank  you  for  your  support  of  patient  registries  for 
rare  disorders.  You  will  be  interested  to  know  that  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Diseases  (NIAMS)  recently  awarded  five  contracts  to  establish 
registries  for  patients  suffering  from  rare  disorders,  including  a  National  Registry  for  Ichthyosis 
and  Related  Disorders.  These  registries  are  invaluable,  because  they  provide  a  central  listing  of 
medical  information  as  well  as  serve  as  a  source  of  patients  for  clinical  studies  on  new  methods  of 
treatment  and  prevention.  The  AAD  is  working  to  educate  dermatologists  about  the  existence  of 
these  new  registries. 

The  work  supported  by  NIAMS  is  crucial  to  our  fight  against  chronic  and  debilitating  skin 
disease  that  affects  60  million  Americans  every  year.  Unfortunately,  NIAMS  has  been  seriously 
underfunded  since  its  inception  in  1986.  While  we  are  grateful  House  and  Senate  conferees  gave 
NIAMS  a  small  boost  for  fiscal  year  1995,  increasing  the  institute's  funding  by  3.6%,  the  funding 
situation  remains  acute  at  NIAMS.  Indeed,  current  funding  levels  will  not  allow  for  an  increase  in 
the  NIAMS  payline.  Inadequate  funding  has  also  resulted  in  cutbacks  in  personnel,  and  has 
constrained  the  ability  of  the  Institute  to  operate  effectively.  I  believe  that  the  most  dramatic  way 
to  demonstrate  the  effect  of  inadequate  funding  for  NIAMS  is  to  simply  examine  the  basic  and 
clinical  research  opportunities  which  will  remain  unsupported  as  well  as  the  savings  which  may  be 
realized  by  increasing  our  investment. 
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According  to  NIAMS,  opportunities  exist  in  several  areas  of  basic  research  that  should  be 
pursued,  but  will  not  bear  fruit  because  of  the  current  funding  levels.  Recent  research  has 
demonstrated  the  likelihood  that  a  specific  gene  or  genes  can  be  identified  that  are  responsible  for 
certain  autoimmune  diseases.  A  breakthrough  in  the  area  could  help  us  unlock  the  mysteries  of 
systemic  lupus,  scleroderma  and  other  autoimmune  diseases.  Nonhealing  wounds  are  a  huge 
drain  on  our  economy.  A  recent  NIAMS  workshop  on  wound  healing  identified  new  avenues  for 
research  in  this  area.  Improvements  in  our  understanding  of  how  the  skin  heals  itself  would 
improve  the  lives  of  patients  with  epidermolysis  bullosa,  pemphigus,  and  other  blistering  skin 
diseases;  it  could  reduce  the  amount  of  money  spent  each  year  by  the  Medicare  and  Medicaid 
programs  for  the  treatment  of  pressure  ulcers  in  the  bed-ridden  elderly;  it  would  decrease  the 
convalescence  time  of  individuals  with  burns  and  injuries  as  well  as  surgical  patients.  Indeed,  the 
potential  savings  in  both  dollars  and  in  human  suffering  would  be  enormous. 

Basic  and  clinical  research  in  melanoma  and  nonmelanoma  skin  cancers  must  also  be 
supported.  Recent  breakthroughs  on  the  development  of  moles  and  how  skin  responds  to 
damaging  sunlight  provide  new  opportunities  for  us  to  learn  how  to  better  combat  skin  cancer, 
and  may  lead  to  the  development  of  such  tools  as  a  melanoma  vaccine. 

The  issue  of  parity  in  funding  for  NIAMS  is  a  very  important  one.  Currently,  the  success 
rate  for  NIAMS  is  well  below  that  of  the  other  institutes  as  NTH.  This  low  success  rate  means 
that  many  valid,  creative,  and  new  areas  of  inquiry  are  not  being  funded.  Experts  have  concluded 
that  the  NIH  should  be  funded  at  a  level  which  would  allow  them  to  fund  33%  of  approved 
grants.  NIH- wide,  only  one  in  four  approved  grants  is  funded.  The  success  rate  for  NIAMS  is 
below  one  in  five.  Scarce  resources  are  causing  young  scientists  to  abandon  careers  in  research. 

Parity  for  NIAMS  will  require  an  increase  of  15%,  a  very  large  increase  in  a  year  of 
budget  constraints.  We  are  well  aware  that  this  cannot  be  accomplished  in  one  year,  but  we  urge 
you  to  take  the  incremental  steps  necessary  to  bring  NIAMS  into  parity  with  the  other  institutes  at 

NTH. 

Skin  disease  is  an  important  health  concern  for  this  country.  It  is  estimated  that  60  million 
Americans  suffer  from  some  form  of  skin  disease.  Lost  wages  and  treatment  of  those  suffering 
from  skin  diseases  cost  this  country  over  $7  billion  annually.  Skin  disease,  especially  occupational 
dermatitis,  is  a  leading  cause  of  disability  in  the  workplace.  The  U.S.  Bureau  of  Labor  Statistics 
reports  that  occupational  skin  disease  constitutes  40%  of  all  disease  in  the  workplace. 

The  AAD  is  concerned  that  support  of  both  intramural  and  extramural  clinical  research  in 
dermatology  remains  critically  underfunded.  NIAMS  believes  that  a  workshop  on  clinical 
research  training  in  dermatology  is  needed.  I  am  aware  that  the  lack  of  a  broad-based  intramural 
program  at  NIAMS  has  long  been  a  concern  of  this  committee,  and  especially  you,  Mr.  Porter. 
Recently,  NIAMS  expanded  its  intramural  program  to  include  three  new  intramural  sections, 
including  a  dermatology  unit.  Only  if  this  new  program  is  funded  adequately  will  we  be  able  to 
take  the  gains  being  made  in  the  laboratory  to  the  beside. 

The  AAD  supports  adequate  funding  for  the  National  Institute  of  Environmental  Health 
Sciences  (NTEHS).  Our  specialty  has  taken  the  lead  on  environmental  issues  that  effect  the  skin. 
In  1992,  the  Academy  hosted  a  conference  in  Washington,  DC  -  the  National  Conference  on 
Environmental  Hazards  to  the  Skin  —  the  first  comprehensive  meeting  discussing  effects  of  the 
world's  deteriorating  environment  on  the  skin. 

Increased  funding  for  NTEHS  will  allow  expanded  work  on  toxins  and  their  effects  on 
man.  For  example,  occupational  skin  disorders  are  important  causes  of  morbidity  and  disability  in 
the  workplace.  The  National  Institute  for  Occupational  Safety  and  Health  (NIOSH)  has 
characterized  occupational  skin  disease  as  one  of  the  most  pervasive  occupation  health  problems 
in  America.  In  1982,  NIOSH  placed  skin  disorders  on  its  list  of  ten  leading  work-related  diseases 
and  injuries;  and  a  recent  survey  by  the  National  Center  for  Health  Statistics  found  that  one  in 
eight  workers  reported  dermatitis  in  the  last  year,  and  1 5%  of  those  with  dermatitis  attributed  this 
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to  a  chemical  or  substance  exposure  at  work.  The  AAD  feels  that  occupational  diseases  are  a 
significant  problem.  In  1988,  NIOSH  and  the  American  Academy  of  Dermatology  jointly 
sponsored  a  national  symposium  to  discuss  specific  measures  to  implement  the  NIOSH  National 
Strategy  for  the  Prevention  of  Dermatological  Conditions. 

Despite  efforts  to  reduce  it,  occupational  skin  disease  still  takes  an  enormous  toll. 
According  to  the  U.S.  Bureau  of  Labor  Statistics,  an  estimated  40%  of  all  reported  occupational 
illness  are  skin  complaints.  Skin-related  illnesses  costs  millions  of  dollars  in  lost  work  time  -  1 1 
days  a  year  per  affected  worker  annually,  as  well  as  medication  and  treatment  expenses.  The 
number  of  reported  cases,  however,  is  believed  to  be  underreported  by  ten  to  fifty  fold. 
Therefore,  medical  costs  and  disability  payments  could  easily  range  from  $222  million  to  $1 
billion  annually.  If  additional  funds  were  made  available,  research  advances  in  treatment,  the 
development  of  protective  clothing,  and  in  other  areas  could  yield  great  savings. 

The  Centers  for  Disease  Control  now  calls  the  incidence  of  skin  cancer  an  "undeclared 
epidemic. H  Skin  cancer  incidence  and  mortality  rates  continue  to  rise.  Estimates  suggest  that 
more  than  one  million  new  cases  of  skin  cancer  were  diagnosed  in  1994.  One  out  of  every  three 
cancer  diagnoses  will  be  a  diagnosis  of  skin  cancer.  This  makes  it  not  only  the  most  prevalent 
cancer  but  it  also  outnumbers  all  other  cancers  (breast,  lung,  etc)  combined.  This  estimate 
includes  32,000  cases  of  malignant  melanoma,  the  most  deadly  form  of  skin  cancer.  While  basal 
cell  carcinoma  and  squamous  cell  carcinoma  remain  the  more  prevalent  skin  cancers,  it  is  most 
unfortunate  that  the  incidence  of  melanoma  is  rising  faster  than  any  other  cancer.  Melanoma 
causes  nearly  three-quarters  of  the  9,000  skin  cancer  deaths  in  this  country.  In  the  1930's,  the 
incidence  of  malignant  melanoma  was  1  person  in  1,500.  By  the  year  2000,  it  is  expected  to  be  1 
in  75.  Malignant  melanoma  is  the  leading  cancer  in  young  women  between  25-29  and  is  second 
only  to  breast  cancer  in  young  women  in  their  30's. 

Skin  cancer  is  preventable.  A  determined  public  health  effort  of  prevention,  education  and 
early  detection,  combined  with  basic  medical  research  into  the  mechanisms  of  skin  cancer,  will 
reduce  the  incidence  of  skin  cancer  and  skin  cancer-related  deaths.  For  the  past  two  years,  the 
AAD  has  been  actively  working  with  the  CDC  to  develop  a  comprehensive  national  prevention 
program,  like  the  very  successful  program  in  Australia,  to  reduce  the  incidence  of  skin  cancer.  As 
part  of  this  effort,  the  CDC  joined  with  the  National  Weather  Service  and  the  Environmental 
Protection  Agency  last  summer  in  the  preliminary  launch  of  the  UV  Index.  The  purpose  of  the 
UV  Index  is  to  provide  Americans  with  the  next  day's  likely  levels  of  exposure  to  ultraviolet 
radiation  as  well  as  vital  information  about  what  you  can  do  to  protect  yourself  against  the  sun's 
deadly  rays  and  prevent  skin  cancer.  The  AAD  believes  that  this  important  cancer  prevention 
program  should  be  fully  funded  at  S3  million  for  fiscal  year  1996.  These  additional  funds  would 
allow  the  CDC  to  enhance  its  public  education  program  and  allow  for  the  evaluation  of  current 
prevention  activities. 

Mr.  Specter  and  members  of  the  Subcommittee,  I  appreciate  your  attention  and  the 
opportunity  you  have  given  the  AAD,  today.  For  fiscal  year  1996,  please  do  your  utmost  to 
ensure  that  NIAMS  is  given  parity  with  the  other  NTH  institutes.  I  would  be  honored  to  answer 
any  questions. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  FAMILY  PHYSICIANS 

On  behalf  of  the  Academy's  80,000  members,  we  are  delighted  to  submit  this  statement 
concerning  an  issue  of  critical  importance  to  our  organization,  appropriations  for  Section  747 
of  the  Public  Health  Service  Act.  In  addition,  we  will  address  briefly  appropriations  for  the 
Agency  for  Health  Care  Policy  and  Research. 

Family  Practice  Training 

By  whatever  measure  you  might  employ,  this  country  suffers  from  a  severe  shortage  of  family 
physicians  and  other  primary  care  doctors.  The  shortage  of  primary  care  physicians  has  existed 
for  decades  and  it  grows  steadily  worse. 
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For  example,  since  1986  the  number  of  federally  designated  primary  care  health  professions 
shortage  areas  has  increased  from  1949  to  2492,  and  the  number  of  primary  care  physicians 
needed  to  eliminate  these  shortages  has  grown  from  4314  to  4677.  This  has  occurred  despite 
a  large  increase  in  the  overall  number  of  practicing  physicians! 

Among  community  health  centers,  which  rely  heavily  on  primary  care  physicians,  52  percent 
report  difficulty  recruiting  physicians.  And,  managed  care  organizations,  which  are  mostly 
urban  based  and  aggressively  recruit  family  physicians,  43  percent  of  salaried  and  29  percent 
of  capitated  plans  report  that  it  takes  almost  one  year  to  recruit  a  new  primary  care  physician. 

Of  additional  concern  is  that  the  U.S.  population  65  years  of  age  and  older  will  rise  about  2 
percent  per  year  between  now  and  the  year  2020.  These  individuals  will  require  a  wide  range 
of  health  care  services,  including  preventive,  primary,  long-term,  rehabilitative  and  hospice  care 
services  that  will  require  a  substantial  increase  in  the  number  of  family  physicians. 

After  analyzing  the  need  for  family  physicians,  the  Academy  and  other  family  medicine 
organizations  adopted  a  strategic  plan  calling  for  60  new  residency  training  programs,  15  new 
departments,  51  additional  predoctoral  programs,  900  new  faculty  and  a  number  of  collaborative 
demonstration  projects.  Based  on  this  plan,  during  this  year's  reauthorization  cycle,  the 
Academy  will  seek  a  new  funding  level  of  $87  million  for  Section  747. 

Rationale 

The  overspecialization  of  the  American  physician  workforce  is  a  large  contributor  to  our  nation's 
health  care  problems.  Any  attempt  to  control  costs  and  maintain  quality  in  the  American  health 
care  system  will  be  frustrated  by  the  shortage  of  primary  care  physicians.  While  in  most 
countries  at  least  50  percent  of  physicians  are  in  primary  care  (family  physicians,  general 
internists  and  general  pediatricians),  the  U.S.  physician  workforce  is  made  up  of  more  than  70 
percent  subspecialists  and  only  30  percent  primary  care  physicians.  And,  family 
physicians/general  practitioners  make  up  only  13  percent  of  the  total.  The  Physician  Payment 
Review  Commission,  Council  on  Graduate  Medical  Education,  American  Medical  Association 
and  Association  of  American  Medical  Colleges  all  advocate  increasing  the  supply  of  generalist 
physicians.  We  will  never  improve  access  and  get  health  care  costs  under  control,  including 
government  health  care  costs,  until  the  shortage  of  primary  care  physicians  is  addressed. 

From  our  perspective,  the  most  compelling  evidence  for  the  shortage  of  family  physicians  is  not 
so  much  in  the  findings  of  expert  panels  as  in  the  marketplace  itself.  Primary  care  is  the 
marketplace's  answer  to  our  nation's  cost,  quality,  and  access  problems.  The  demand  for  family 
physicians  in  the  market  overwhelms  our  ability  to  train  family  physicians.  Family  practice 
residents  receive  typically  hundreds  of  unsolicited  job  offers.  Yet,  the  gap  between  supply  and 
demand  grows  steadily.  The  ability  to  realize  further  improvements  in  the  efficiency  of  health 
care  delivery  is  constrained  severely  because  this  nation's  primary  care  capacity  is  so 
underdeveloped. 

However,  it  is  essential  for  the  members  of  this  subcommittee  to  recognize  that  the 
"marketplace"  is  not  going  to  solve  the  shortage  of  family  physicians.  Even  though  the  unmet 
demand  for  primary  care  services  grows  steadily,  the  systems  through  which  we  purchase  health 
care  services  have  little  or  no  influence  over  the  medical  schools  and  teaching  hospitals  that  train 
physicians.  Our  academic  medical  centers  have  remained  largely  unresponsive  to  the  shortage 
of  family  physicians  because  there  is  no  meaningful  connection  between  them  and  the  market 
for  health  care  services. 

Furthermore,  the  major  programs  through  which  the  federal  government  supports  physician 
training  are  a  big  part  of  the  problem.  Medicare's  support  of  graduate  medical  education  and 
extramural  research  funding  provided  by  the  National  Institutes  of  Health  are  heavily  biased 
toward  the  production  of  subspecialty  physicians  and  inpatient  care.  Over  $6  billion  in  Medicare 
GME  payments  go  exclusively  to  hospitals,  where  subspecialist  physicians  receive  most  of  their 
training,  rather  than  to  ambulatory  care  sites,  such  as  clinics  and  offices,  where  family 
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physicians  receive  much  of  their  training.  This  continues  to  occur  despite  the  fact  that  more  and 
more  and  more  care  is  delivered  outside  the  hospital.  A  May,  1994  General  Accounting  Office 
(GAO)  report  reiterated  that  "barriers  to  primary  care  training  persist  in  Medicare's  payment 
method." 

In  sharp  contrast  to  Medicare  GME  stands  Section  747  of  the  Public  Health  Service  Act. 
Section  747  is  the  only  federal  program  that  provides  targeted  funding  through  grants  for 
residency  training,  establishing  and  maintaining  departments  of  family  medicine,  predoctoral 
programs,  and  faculty  development.  Section  747  is  currently  authorized  at  $54  million  and 
received  an  appropriation  of  $47  million  in  FY  1995.  Many  family  practice  residency  programs 
would  not  exist  today  if  it  were  not  for  the  availability  of  the  Title  VTI  funds.  Until  Medicare 
GME  funding  changes  occur,  family  practice  residency  programs  and  medical  school 
departments  of  family  medicine  will  remain  highly  dependent  on  grants  from  Title  VII. 

Data  and  Outcomes  that  Prove  Section  747  Works 

The  federal  investment  in  family  physician  training  has  paid  off  handsomely.  Family  physicians 
are  trained  in  ambulatory  settings  and  go  on  to  provide  ambulatory  care,  which  is  the  type  of 
care  that  people  need  most.  In  addition,  several  studies  show  that  generalist  physicians  are  more 
cost-effective  due  to  their  prudent  use  of  hospital  services,  tests  and  procedures.  Furthermore, 
family  physicians  are  distributed  in  urban  and  rural  areas  in  the  same  proportion  as  the  U.S. 
population  as  a  whole  --  unlike  any  other  physician  specialty.  Also  unlike  any  other  specialty, 
virtually  all  physicians  who  complete  family  practice  residency  training  take  up  practice  in  direct 
primary  patient  care  and  are  able  to  handle  85-90  percent  of  their  patients'  problems. 

Section  747  improves  the  supply  of  primary  care  physicians  in  several  important  ways. 

Family  Medicine  Departments 

Section  747  grants  for  establishing  departments  of  family  medicine  in  medical  schools  have 
resulted  in  seven  new  departments  in  the  past  three  years.  An  October,  1994  GAO  report 
indicated  that  "students  who  attended  schools  with  family  practice  departments  were  57  percent 
more  likely  to  pursue  primary  care."  The  same  report  indicated  that  "students  attending  medical 
schools  with  more  highly  funded  family  practice  departments  were  18  percent  more  likely  to 
pursue  primary  care."  However,  fifteen  of  the  nation's  126  medical  schools  still  do  not  have 
departments  of  family  medicine.  Section  747  dollars  are  crucial  to  establishing  these  family 
practice  departments. 

Predoctoral  Programs 

Funding  for  predoctoral  programs  ~  third-year  medical  school  clerkships  in  which  students  learn 
primary  care  clinical  skills  ~  under  Section  747  encourages  medical  schools  to  create  required 
third-year  clerkships  in  family  medicine.  Requiring  a  third-year  clerkship  of  more  than  four 
weeks  duration  results  in  15.6  percent  of  a  school's  graduates  choosing  careers  in  family 
practice,  compared  to  6.9  percent  of  the  graduates  of  schools  without  required  third-year 
clerkships.  Moreover,  the  October,  1994  GAO  report  indicated  that  "students  who  attended 
schools  requiring  a  third-year  family  practice  clerkship  were  18  percent  more  likely  to  pursue 
primary  care. "  However,  fifty-one  of  the  nation's  126  medical  schools  still  do  not  have  required 
third-year  clerkships  in  family  medicine. 

Faculty  Development 

Faculty  development  funding  under  Section  747  is  essential  to  address  a  severe  shortage  of 
faculty  for  family  practice  residency  programs  and  medical  school  departments  of  family 
medicine.  The  success  of  family  practice  residencies  in  placing  graduates  in  primary  care 
practice  settings  has  had  the  unintended  consequence  of  creating  a  shortage  of  family  practice 
faculty.  There  are  nearly  600  vacancies  at  present.  Faculty  development  funding  must  be 
expanded  to  meet  training  needs  as  they  currently  exist. 
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Agency  for  Health  Care  Policy  and  Research 

While  American  medicine  is  praised  worldwide  for  its  excellence  in  biomedical  research,  it  has 
failed  to  translate  these  breakthroughs  into  practical  treatments  that  apply  to  the  population  at 
large.  It  is  imperative  that  U.S.  research  facilities  complement  their  superb  mastery  of 
biomedical  science  with  a  similar  dedication  to  primary  care  issues. 

The  growth  of  knowledge  about  disease  has  not  been  balanced  by  a  similar  understanding  of  the 
concerns  that  bring  people  to  doctors,  and  how  persons  with  various  symptoms  become  patients 
with  diagnoses.  Consequently,  there  is  a  disconnect  between  the  problems  that  individuals  bring 
to  their  physicians  and  how  these  doctors  were  educated  and  trained. 

Although  over  95  percent  of  all  medical  conditions  have  been  evaluated  and  treated  outside  of 
hospitals  over  the  last  30  years,  physicians  are  educated  and  trained  using  a  knowledge  base 
derived  from  hospitalized  patients  or  from  patients  with  complex  conditions  who  were  referred 
to  specialists.  This  base  of  knowledge  has  frequently  little  or  no  relevance  to  the  basic,  entry- 
level  concerns  that  affect  most  people.  As  a  result,  American  health  care  is  tilted  toward 
institutions  and  systems  that  employ  highly  technological  methods  to  treat  catastrophic  and  end- 
stage  disease.  The  consequences  of  this  tilt  are  serious;  the  U.S.  health  care  system  has  virtually 
no  emphasis  on  cost-saving  preventive  care,  scarce  medical  resources  are  delivered  inefficiently, 
and  overall  health  care  costs  continue  to  spiral  upward. 

Primary  Care  Research 

A  primary  care  research  agenda  is  crucial.  This  agenda  should  be  designed  to  provide  new  tools 
to  family  physicians  and  other  generalist  physicians  as  they  serve  the  millions  of  patients  they 
see  each  year.  Such  an  agenda  would  include  research  to  improve  diagnostic  accuracy  because 
most  people  go  to  doctors  with  clusters  of  ill-defined  symptoms.  The  job  of  the  generalist 
physician  is  to  make  sense  out  of  these  symptoms,  determining  whether  or  not  they  constitute 
a  short-term  problem  or  one  requiring  ongoing  or  intensive  treatment  and  then  initiating  effective 
therapy.  Primary  care  research  would  assist  physicians  in  streamlining  the  diagnostic  process 
and  increasing  accuracy  while  at  the  same  time  reducing  their  use  of  expensive,  unnecessary  or 
potentially  dangerous  medical  tests. 

Primary  care  research  would  also  improve  the  effectiveness  of  medical  care.  After  making  a 
diagnosis,  the  physician,  in  collaboration  with  the  patient,  must  craft  a  useful  treatment  plan. 
Such  a  plan  must  reconcile  the  idiosyncracies  of  the  patient  and  his  or  her  situation  with  the 
realities  of  the  disease.  Medical  research  provides  scant  information  about  the  history  of  many 
common  ailments,  and  is  largely  silent  on  how  to  tailor  existing  remedies  to  individual  needs  as 
they  exist  in  the  real  world. 

Finally,  generalists  and  subspecialists  must  learn  to  work  together  to  provide  a  continuum  of 
appropriate  medical  care.  Familiar  symptoms  such  as  chest  pain,  headache,  fatigue  and 
insomnia  bring  millions  of  Americans  to  their  physicians  each  year.  These  are  symptoms  that 
may  represent  serious  conditions  such  as  heart  attacks  or  leukemia.  It  is  imperative  that 
generalists  and  subspecialists  work  together  to  discern  the  causes,  evolution  and  management  of 
human  suffering. 

In  the  Academy's  view,  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR)  should 
spearhead  a  primary  care  research  effort  by  the  creation  of  a  Center  for  Primary  Care  Research. 
In  fact,  the  1992  Senate  Report  102-426  accompanying  P.L.  102-410,  which  reauthorized 
AHCPR,  states  that  the  Agency  should  strengthen  its  commitment  to  family  practice  and  primary 
care  research.  The  report  asserts  that, 

The  committee  believes  that  inadequate  attention  has  been  given  to  conditions  that 
affect  the(se)  vast  majority  of  Americans  -  that  is,  the  undifferentiated  problems 
individuals  present  to  their  generalist  physicians.  A  focus  on  family 
practice  /primary  care  research  is  essential  if  we  are  to  redirect  the  U.S.  health 
care  system  that  is  currently  skewed  toward  high  technology  medicine  for 
catastrophic  diseases. 
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To  the  support  this  critical  --  and  timely  -  line  of  research,  the  Academy  requests  that  additional 
appropriations  be  provided  to  the  Agency  for  Health  Care  Policy  and  Research,  and  that  dollars 
be  targeted  specifically  to  establish  a  Center  for  Primary  Care  Research.  We  believe  that 
supplementary  funding,  coupled  with  direction  from  Congress,  will  urge  AHCPR  to  address 
primary  care  issues.  We  recommend  $25  million  for  this  effort. 

Conclusion 

Section  747  of  the  Public  Health  Service  Act  is  a  program  that  successfully  produces  family 
physicians  who  serve  both  urban  and  rural  parts  of  our  nation,  are  preferentially  recruited  by 
managed  care  organizations,  and  who  can  take  care  of  85-90  percent  of  their  patient's  problems. 
Numerous  organizations  and  reports  point  out  the  cost-effective  nature  of  family  physicians,  as 
well  as  how  family  practice  residency  programs,  departments,  predoctoral  programs  and  faculty 
development  programs  efficiently  produce  more  family  physicians  for  this  country. 

At  a  time  when  policymakers  are  critically  reviewing  government  programs  for  their  cost- 
effectiveness  and  overall  value,  Section  747  is  a  program  that  scores  high  on  both  fronts;  it 
works.  Your  continued  support  of  family  practice  training  will  facilitate  a  more  efficient  health 
care  market.  On  behalf  of  the  American  Academy  of  Family  Physicians,  we  ask  you  to 
appropriate  $54  million  for  Section  747,  which  is  the  current  authorization  amount. 

Finally,  scant  research  is  available  on  basic  patient  care.  The  American  Academy  of  Family 
Physicians  recommends  $25  million  for  the  establishment  of  a  Center  for  Primary  Care  Research 
at  the  Agency  for  Health  Care  Policy  and  Research. 

Thank  you  for  your  attention  to  these  important  requests. 


STATEMENT  OF  CLAUDE  L.  COWAN,  JR.,  M.D.,  ON  BEHALF  OF  THE 
AMERICAN  ACADEMY  OF  OPHTHALMOLOGY 

Mr.  Chairman  and  members  of  the  subcommittee,  I  am  Dr.  Claude  L.  Cowan,  Jr.,  Chief  of 
Ophthalmology  at  the  Washington,  D.C.  Veterans  Affairs  Medical  Center  and  Professor  of 
Ophthalmology  at  Georgetown  University.  As  Associate  Secretary  for  Research  and  Regulatory 
Agencies  of  the  American  Academy  of  Ophthalmology,  I  represent  the  approximately  1 9,000  eye 
physicians  and  surgeons  whose  patients  have  benefitted  from  the  advances  in  eye  care  made 
possible  as  the  result  of  National  Eye  Institute  (NEI)  sponsored  research. 

I  would  like  to  speak  in  support  of  the  Citizens  Budget  Proposal  for  FY  1996  funding  for  the 
NEI.  This  proposed  "Citizens"  budget  supports  a  total  funding  level  for  NEI  of  $422.3  million, 
an  increase  of  $122.3  million  over  the  amount  appropriated  in  FY  1995.  This  budget  would 
allow  the  continuation  of  research  which  is  elucidating  the  basic  causes  of  blinding  disorders 
such  as  glaucoma,  diabetic  retinopathy,  and  cataract.  In  addition,  it  will  support  the  development 
and  refinement  of  new  therapies  to  prevent  visual  impairment  as  well  as  allow  for  the  ongoing 
assessment  of  the  effectiveness  of  current  treatments. 

It  is  estimated  that  eighty  million  Americans  suffer  from  some  vision  threatening  disorder  and 
more  than  ten  million  have  experienced  irreversible  loss  of  sight.  This  translates  out  to  $22.3 
billion  in  direct  medical  costs  and  $16.1  billion  in  indirect  costs  as  a  result  of  ocular  disease.  The 
personal  toll  brought  about  by  vision  loss  is  inestimable.  These  costs  are  expected  to  continue  to 
rise  as  increasing  longevity  raises  our  exposure  to  diseases  associated  with  aging.  Thus,  the  need 
to  develop  effective,  cost  sensitive  therapies  for  vision  disorders  is  becoming  more  acute. 

I  would  like  to  share  with  you  some  of  the  advances  made  through  National  Eye  Institute 
supported  research  and  suggest  areas  where  further  study  is  needed. 

Glaucoma  is  a  chronic  ocular  disease,  typically  characterized  by  elevation  of  the  intraocular 
pressure,  which  causes  progressive  damage  to  the  optic  nerve  and  loss  of  vision.  It  affects  some 
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2  to  3  million  Americans  and  is  the  leading  cause  of  irreversible  vision  loss  among  African 
Americans.  Although  we  can  achieve  significant  lowering  of  the  intraocular  pressure  in  most 
individuals,  this  may  be  accompanied  by  a  not  insignificant  risk,  for  drug-related  side  effects  or 
interactions.  Older  individuals  are  at  special  risk  for  these  complications  because  of  co-existing 
systemic  disease  and  the  use  of  multiple  other  medications.  National  Eye  Institute  grantees 
working  in  conjunction  with  other  investigators  have  recently  demonstrated  the  long  term  safety 
and  effectiveness  of  a  topical  formulation  of  a  glaucoma  drug  which  has  previously  been 
available  only  in  oral  form.  This  new  formulation  will  dramatically  reduce  the  risk  of  side 
effects  which  have,  up  to  now,  limited  the  usefulness  of  this  medication  in  chronic  therapy. 

Our  understanding  of  glaucoma,  however,  remains  far  from  complete.  Pressure  reduction  does 
not  prevent  disease  progression  in  some  patients,  while  in  others,  sustained  increases  in  the 
intraocular  pressure  are  tolerated  without  apparent  ill  effect.  Additional  research  is  needed  to 
help  us  understand  the  genetic  basis  for  glaucoma,  how  and  why  the  optic  nerve  is  damaged  by 
increased  pressure,  why  African-Americans  may  be  less  responsive  to  treatment,  and  how  the 
optic  nerve  can  be  protected  from  both  the  pressure  dependent  and  pressure  independent  factors 
which  lead  to  glaucomatous  damage. 

Diabetic  retinopathy  is  the  leading  cause  of  blindness  in  Americans  under  the  age  of  sixty.  It 
affects  approximately  half  of  the  nation's  14  million  diabetics  and  its  impact  is  likely  to  become 
greater  as  diabetic  patients  live  longer  with  their  disease.  National  Eye  Institute  clinical  trials 
have  shown  the  effectiveness  of  laser  therapy  for  the  treatment  of  diabetic  retinopathy  and  it  is 
projected  that  if  all  eligible  diabetic  patients  received  appropriate  treatment,  over  $167  million 
could  be  saved  each  year  in  disability  benefits  alone.  The  proliferation  of  abnormal  new  blood 
vessels  anterior  to  the  surface  of  the  retina  remains  one  of  the  most  serious  threats  to  vision  in 
diabetic  patients.  The  recent  identification  of  a  growth  factor  which  appears  to  modulate  new 
vessel  proliferation  represents  a  giant  step  in  the  development  of  therapies  to  prevent  this 
complication.  Further  study  is  needed  to  identify  the  mechanisms  by  which  disordered  glucose 
metabolism  has  such  a  profound  effect  on  the  retinal  vessels.  In  addition,  diabetic  retinopathy  is 
but  one  of  many  retinal  disorders  characterized  by  loss  of  vascular  integrity  and  the  uncontrolled 
growth  of  new  vessels.  New  insights  into  the  causes  of  its  development  and  progression  may 
help  us  better  understand  and  treat  other  retinal  vascular  diseases  such  as  sickle  retinopathy  and 
retinopathy  of  prematurity,  a  proliferative  vascular  disorder  seen  in  low  birth  weight  premature 
infants. 

Cataract,  or  opacification  of  the  lens  of  the  eye,  remains  the  leading  cause  of  blindness 
worldwide.  Although  it  does  not  usually  cause  irreversible  blindness,  its  visual  effects  are 
particularly  devastating  to  the  elderly.  The  slowed  reflexes  and  response  time  which  may 
accompany  aging  predispose  older  individuals  to  falls  and  other  accidents.  Blurring  of  vision 
accompanying  cataract  greatly  exacerbates  this  risk  and  limits  the  mobility,  independence,  and 
productivity  of  a  rapidly  growing  segment  of  our  population. 

With  more  than  1 .5  million  cataract  procedures  being  performed  each  year,  this  is  clearly  a  major 
public  health  and  economic  concern.  Breakthroughs  in  biomedical  technology  and  surgical 
techniques  have  made  cataract  surgery  safer  and  more  effective  than  ever,  but  reducing  the  rate 
of  cataract  formation  could  allow  millions  of  individuals  to  maintain  their  visual  independence 
well  into  their  later  years  without  the  need  for  surgery,  and  would  save  the  economy  billions  of 
dollars  on  an  annual  basis.  Cataract  research  may  also  give  us  additional  insight  into  the  aging 
process  as  it  is  presumably  the  break  down  of  certain  protective  mechanisms  within  the  lens 
which  contributes  to  the  development  of  age  related  cataract  formation. 

Glaucoma,  diabetic  retinopathy,  and  cataract  are  but  three  of  the  ocular  disorders  where  National 
Eye  Institute  supported  research  has  had  a  profound  impact  on  our  ability  to  diagnose  and  treat 
eye  disease.  Similar  strides  have  been  made  in  our  understanding  of  age  related  macular 
degeneration,  optic  neuritis,  ocular  complications  of  AIDS,  and  inherited  disorders  such  as 
retinitis  pigmentosa. 
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Investment  in  NEI  research  will  provide  practitioners  with  improved  techniques  and  strategies 
for  patient  care  and  could  eventually  save  the  Federal  government  billions  of  dollars  in  disability 
related  payments.  Many  promising  new  therapies  have  been  discovered  as  the  result  of 
collaboration  between  the  private  sector  and  federally  sponsored  investigators.  These 
partnerships  encourage  technological  innovation,  increase  the  practical  application  of  federally- 
sponsored  research  and  heighten  our  international  competitiveness. 

The  National  Eye  Institute  remains  the  single  most  important  source  of  funding  for  eye  research 
in  this  country.  Through  its  grantees,  it  has  established  an  enviable  track  record  of  innovative 
and  effective  approaches  to  the  diagnosis  and  treatment  of  eye  disease.  I  respectfully  urge  you  to 
support  the  fiscal  year  1996  Citizen's  budget  proposal  of  $422.3  million  for  the  National  Eye 
Institute,  and  thank  you  for  the  opportunity  to  make  this  presentation  on  behalf  of  the  Institute 
and  the  American  Academy  of  Ophthalmology. 


STATEMENT  OF  BERNARD  MORREY,  MD.,  PRESIDENT,  AMERICAN 
ACADEMY  OF  ORTHOPAEDIC  SURGEONS 

Mr.  Chairman  and  Members  of  the  Committee  - 

I  am  Bernard  Morrey,  President  of  the  American  Academy  of  Orthopaedic  Surgeons 
and  Chairman  of  Orthopaedic  Surgery  at  the  Mayo  Clinic  in  Rochester,  Minnesota. 

Thank  you  for  the  opportunity  to  present  the  Academy's  position  on  the  need  for 
continued  and  expanded  funding  for  research  on  the  musculoskeletal  system  conducted  at 
the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS). 

Today,  the  single  most  common  reason  for  patients  to  seek  medical  care  is  for  a 
musculoskeletal  condition. 

Musculoskeletal  diseases  are  diverse,  encompassing  a  wide  range  of  disorders  that 
affect  the  muscles,  joints,  ligaments,  bones  and  cartilage.  They  include  chronic  conditions 
such  as  osteoarthritis,  low  back  pain,  osteoporosis,  trauma  and  sports  injuries.  Millions  of 
Americans  are  sufficiently  crippled  from  these  conditions  that  impair  their  ability  to  perform 
even  the  simplest  daily  activities  of  life.  The  economic  consequences  to  society  exceed 
$1 26  billion  per  year. 

Malfunctioning  of  the  musculoskeletal  system  has  a  disastrous  impact  not  only  on  the 
quality  of  life,  but  also  on  an  individual's  productivity.  It  is  imperative  that  resources  be 
allocated  for  research  into  methods  to  maintain  and  restore  musculoskeletal  integrity,  as  this 
will  provide  substantial  societal  benefits  -  the  return  of  which  will  more  than  compensate 
for  the  resources  expended. 

To  review  a  few  specifics: 

•  Osteoarthritis:  Osteoarthritis  or  degenerative  joint  disease  is  the  most  common  form 
of  arthritis,  affecting  an  estimated  1 6  million  Americans.  It  primarily  affects  cartilage, 
the  protective  material  that  covers  and  cushions  the  ends  of  the  bones,  causing  it  to 
fray,  wear,  ulcerate,  and  in  extreme  cases,  disappear  entirely,  leaving  a  painful  bone- 
on-bone  joint.  Osteoarthritis  becomes  more  prevalent  with  advanced  age;  it  is  the 
most  frequently  reported  chronic  condition  in  the  elderly,  and  nearly  half  of 
America's  elderly  suffer  from  some  form  of  this  disease.  Osteoarthritis  of  the  hip  or 
knee  is  particularly  disabling  because  it  limits  the  ability  of  those  affected  to 
ambulate. 

Because  there  is  no  cure  for  osteoarthritis,  an  exciting  line  of  research  is  emerging 
in  which  cellular  biology  techniques  are  being  applied  to  the  problem.  If  successful, 
a  biologic  or  possibly  even  a  genetic  solution  may  be  found  for  some  forms  of  this 
crippling  disease. 
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Total  joint  Replacement:  In  the  absence  of  a  cure  and  prevention  for  osteoarthritis, 
joint  replacement  is  the  gold  standard  of  treatment.  Total  joint  replacement  has  been 
acclaimed  as  the  greatest  surgical  advance  in  the  past  three  decades. 

According  to  the  National  Hospital  Discharge  Survey  conducted  by  the  National 
Center  for  Health  Statistics,  more  than  300,000  total  joint  replacement  procedures 
were  performed  in  U.S.  hospitals  in  1992.  Thirty  percent  of  these  were  performed 
on  those  of  working  age  -  under  65.  Three  percent  of  Americans  over  65  years  of 
age  have  an  artificial  hip  or  knee. 

The  past  decade  has  brought  about  many  advances  in  prosthesis  design  and 
substantial  strides  have  also  been  made  in  the  technology  to  enhance  the  longevity 
of  these  implants. 

Despite  these  advances,  wear-related  failure  of  total  joint  replacements  is  a  persistent 
and  growing  problem.  The  debris  released  as  a  result  of  the  wear  process  elicits  an 
adverse  biological  reaction  that  can  lead  to  destruction  of  bone  tissue  around  the 
implant  components.  Today,  this  is  the  most  serious  problem  limiting  the  longevity 
of  total  joint  replacements  for  hips. 

Once  again,  molecular  biologic  techniques  have  been  applied  to  address  this 
problem.  Preliminary  results  are  exciting  and  promising. 

The  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  recently 
convened  a  consensus  conference  on  total  hip  replacements  that  addressed,  among 
other  things,  the  most  productive  directions  for  future  research. 

Low  Back  Pain.  Low  back  pain  is  a  disabling  problem  known  to  virtually  all  adults. 
Manifesting  itself  as  pain  in  the  back  and  sometimes  legs,  it  is  associated  with  many 
disorders  of  the  spine,  such  as  disc  degeneration  or  rupture,  pinched  nerves  and 
muscle  strains. 

Low  back  pain  is  ranked  as  the  second  leading  cause  of  all  physician  visits.  The 
direct  costs  alone  exceed  $25  billion,  and  it  affects  up  to  80%  of  the  U.S.  population 
at  some  point  in  their  lifetime.  In  fact,  chronic  back  pain  is  the  most  frequent  cause 
of  activity  limitations  in  people  under  age  45. 

It  is  not  surprising  that  back  pain  has  become  the  object  of  intense  clinical  and  basic 
research  activities.  The  benefits  include  new  surgical  and  non-surgical  treatment 
techniques.  Improvements  in  clinical  and  laboratory  technology,  and  new 
information  about  the  causes  and  consequences  of  back  injury  are  emerging. 
Emphasis  on  prevention  of  low  back  injuries  is  clearly  a  major  component  of  the 
solution  to  this  almost  universal  health  problem.  Therefore  the  American  Academy 
of  Orthopaedic  Surgeons  recently  sponsored  a  national  public  education  campaign, 
"Lift  it  Safe,"  which  provides  useful  information  on  proper  lifting  techniques. 

The  NIAMS,  in  conjunction  with  the  Academy,  has  organized  a  workshop  on  "New 
Horizons  in  Low  Back  Pain,"  which  is  to  be  held  in  November  of  this  year.  The 
workshop  will  address  current  medical  approaches  and  future  research  to  improve 
understanding  and  care  of  the  patient. 

But,  in  order  to  sustain  this  momentum,  a  broad  spectrum  of  research  is  required  to 
improve  existing  diagnostic  techniques,  surgical  and  non-operative  treatments,  and 
most  importantly,  to  better  define  the  mechanical  and  biological  mechanisms  of 
injury  in  order  to  formulate  means  of  prevention. 

Repetitive  Motion/Over  Use  Syndrome.  The  occurrence  of  repetitive  motion  of 
muscles  and  joints  cause  repetitive  strain  injuries,  also  called  cumulative  trauma 
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disorders,  in  the  workforce  in  alarming  numbers  and  the  rate  is  increasing  rapidly. 
The  Bureau  of  Labor  Statistics  reported  nearly  300,000  cases  of  these  serious, 
potentially  crippling  muscle  disorders  in  1992. 

Workers  may  lose  significant  productivity  time  or  become  permanently  disabled,  or 
may  even  require  surgery.  Nearly  100,000  surgical  procedures  are  performed  each 
year  for  such  conditions.  Since  this  is  a  condition  of  the  active  employed,  they 
account  for  an  increasingly  large  proportion  of  workers'  compensation  costs  and  for 
other  costs  such  as  those  related  to  lost  work  days.  Just  this  month,  a  major  lawsuit 
was  brought  against  computer  giants  because  of  alleged  injuries  caused  from 
keyboard  operation. 

Studies  to  better  understand  the  cause  of  these  medical  conditions  and  to  define 
preventive  measures  must  be  undertaken. 

However,  the  reality  is  that  research  for  the  most  common  group  of  conditions 
afflicting  our  population  is  modest,  at  best,  by  comparison.  The  truly  sobering  and  yet  sad 
reality  is  that  most  of  what  I  have  described  is  solvable  with  the  appropriately  directed 
research. 

Mr.  Chairman,  we  urge  the  Committee  to  provide  $271,1 50,000  in  fiscal  year  1 996 
for  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases. 

We  also  support  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Research 
Funding  that  $13,051,000,000  is  required  for  all  of  the  programs  at  the  National  Institutes 
of  Health. 

On  behalf  of  the  16,000  members  of  the  AAOS,  we  thank  you  for  your  continued 
support  and  the  opportunity  to  present  our  views. 


STATEMENT  OF  ROBERT  J.  RUBEN,  M.D.,  ON  BEHALF  OF  THE  AMER- 
ICAN ACADEMY  OF  OTOLARYNGOLOGY-HEAD  AND  NECK  SUR- 
GERY, INC. 

Chairman  Specter,  members  of  the  Committee,  ladies  and  gentlemen. 
I  am  Dr.  Robert  J  Ruben,  Professor  and  chairman  of  the  Department 
of  Otolaryngology  (Ear  -  Nose  -  and  Throat)  of  the  Albert 
Einstein  College  of  Medicine  and  the  Montefiore  Medical  Center  of 
the  Bronx,  New  York.     Today  I  am  representing  the  American 
Academy  of  Otolaryngology-Head  and  Neck  Surgery,  Incorporated 
(AAO-HNS,  Inc.),  the  world's  largest  organization  of 
otolaryngology  and  head  and  neck  surgeons.     There  are  more  than 
10,000  members,  including  97%  of  all  Board  certified 
otolaryngologists . 

Mr.  Chairman,   I  know  that  you  have  followed  closely  the 
remarkable  progress  of  the  National  Institute  on  Deafness  and 
Other  Communication  Disorders  (NIDCD) .     From  the  point  of  view  of 
our  researchers  and  practitioners,  that  Institute  has  superbly 
fulfilled  its  mission  in  carrying  out  research  programs  directed 
at  the  understanding,  prevention,  cure  and  care  of  the  disorders 
of  hearing,  balance,  voice,  speech,  language  taste,  and  smell. 

Testimony  in  regard  to  the  NIDCD  will  deal  with  several  issues. 

First,   I  will  comment  on  the  remarkable  opportunities  available 
as  the  result  of  previous  successful  research. 

Second,  I  want  to  comment  on  the  superb  job  the  NIDCD  is  doing, 
in  cooperation  with  other  Federal  agencies,  as  it  works  hard  to 
stretch  the  funding  you  have  provided  to  it. 
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Third,  I  want  to  comment  on  two  other  programs  which  are  now 
under  way,  which  are  designed  to  effect  the  inclusion  of  minority 
populations  of  the  United  States,  both  in  their  care  and  of 
significant  involvement  of  individuals  in  the  research  activities 
of  our  Nation. 

First,  Mr.  Chairman,  let  me  comment  on  the  issue  of  clinical 
trials  and  cooperative  groups. 

Clinical  Trials: 

The  National  Institute  on  Deafness  and  Other  Communication 
Disorders  (NIDCD)  has  made  a  commitment  to  stimulate  and  support 
comprehensive  clinical  ability  to  identify  patients  with  a 
communication  disorder  -  hearing,  voice,  speech  and/or  language  - 
prior  to  the  onset  of  speech  development  prenatally  or  during  the 
neonatal  period  so  that  these  affected  individuals  will  be  able 
to  circumvent  the  problems  encountered  as  a  result  of  defective 
communication  skills. 

Programs  to  detect  deficiencies  and  promote  the  development  of 
communication  skills  have  never  been  more  central  to  society's 
success.     The  wealth  of  nations  is  based  on  the  output  of  their 
populations.     Historically  wealth  has  been  predominantly 
dependent  upon  the  ability  of  the  population  to  produce  through 
physical  effort.     Today  the  skills  that  determine  wealth  are 
those  of  communication.     In  the  developed  world,  millions  of  jobs 
that  depended  on  physical  strength  no  longer  exist,  and  nearly 
all  of  the  economic  opportunities  that  have  been  created  in  the 
last  few  decades  demand  communication  skills. 

In  a  communication-based  culture,  a  person  with  deficient 
language  abilities  is  economically  and  socially  disadvantaged, 
arguably  even  more  so  than  if  he  or  she  were  in  a  wheelchair  or 
had  some  other  physical  disability.     While  the  person  in  a 
wheelchair  can  work  productively  as  a  computer  operator,  stock 
trader,   lawyer  or  in  nearly  any  other  position,  the  fully  muscled 
young  person  who  is  functionally  illiterate  from  a  past  or 
permanent  hearing  loss  or  a  speech  or  language  deficiency  is,  at 
best,   confined  to  the  shrinking  pool  of  jobs  that  do  not  require 
communication  skills  or,  at  worst,  is  unemployable.     Persons  with 
deficient  language  skills  do  contribute  to  society  in  countless 
ways  not  dependent  on  communication,  but  there  are  fewer  and 
fewer  opportunities  in  the  marketplace  that  reward  those 
contributions . 

Beyond  the  impact  on  the  individuals,  the  lack  of  adequate 
communication  skills  among  a  sizeable  portion  of  the  population 
tears  at  the  very  fabric  of  a  civil  society.    There  is  ample 
evidence  that  untreated  communication  disorders  contribute  to 
asocial  behavior  and  criminality.     Communication  disorders 
contribute  to  the  creation  of  a  disaffected  segment  of  the 
population  who,  having  no  stake  in  the  wealth  of  the  nation,  may 
be  left  to  undermine  it. 

Only  by  the  early  detection  of  communication  disorders  can  some 
of  that  problem  be  alleviated.     If  we  do  not  make  an  effort  now, 
we  can  project  with  certainty  that  there  will  be  severe  social 
problems  arising  as  a  result  of  a  large  number  of  our  citizens 
being  unable  to  express  themselves  in  the  complex  language 
reguired  by  our  ever  more  complex  economic  system,  and 
consequently  we  will  find  more  and  more  people  "dropping  out"  of 
the  economic  and  social  systems,  resulting  in  economic  loss  and 
social  disorder.     The  NIDCD  has  initiated  programs  for  the  early 
detection  of  communication  disorders  so  that  known  effective 
therapies  can  be  carried  out  to  prevent  their  destructive 
personal,  economic  and  social  conseguences . 
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Cooperation  With  Other  Federal  Agencies : 

Secondly,  Mr.  Chairman,  I  would  like  to  turn  to  the  remarkable 
job  the  NIDCD  has  been  doing  working  with  other  agencies  of  the 
Federal  Government  and  elsewhere  to  further  the  research  in  which 
they  are  intensely  interested. 

The  Director  of  the  NIDCD,  Dr.  James  Snow,  is  chair  of  an 
Interagency  Coordinating  Council  on  Deafness  and  Other 
Communication  Disorders  that  allows  for  continuing  communication 
among  federal  agencies  with  research  and  research  training 
support  for  diseases  and  disorders  of  hearing,  balance,  smell, 
taste,  voice,  speech  and  language. 

The  NIDCD  is  collaborating  with  several  federal  agencies  outside 
the  NIH.     The  NIDCD  with  the  Department  of  Veterans  Affairs  (VA) 
has  established  a  series  of  initiatives  to  improve  hearing  aids 
and  their  use  especially  in  situations  involving  understanding 
speech  in  noisy  backgrounds .   Included  in  support  for  basic  and 
applied  research,  hardware  development,  clinical  trials  and  a 
national  forum  for  presentation  of  findings  in  hearing  aid 
research.     With  the  National  Center  for  Health  Statistics,  the 
NIDCD  is  evaluating  research  opportunities  in  the  prevalence  of 
hearing  impairment  and  other  communication  disorders .     NIDCD  is  a 
partner  with  NASA  in  supporting  a  vestibular  research  center  at 
Northwestern  University,  a  ground-based  research  project 
answering  guestions  related  to  space  flight  as  well  as  vestibular 
disorders  on  Earth.     Also  in  collaboration  with  NASA  and  twelve 
other  collaborating  institutes  and  organizations,  the  NIDCD  is 
supporting  in-flight  vestibular  experiments  on  the  1998  Neurolab 
space  flight.     FDA  and  NIDCD  are  collaborating  on  the  development 
of  a  vaccine  against  nontypeable  haemophilus  influenzae. 

NIDCD  has  many  collaborative  efforts  with  other  NIH  institutes, 
centers  and  divisions,       NIDCD  and  the  Clinical  Center  shared  in 
the  purchase  of  specialized  equipment  and  on  studies  of  speech 
disorders.     NIDCD  along  with  NIMH  and  13  other  institutes  and 
science  research  agencies  has  supported  initiatives  for  the  Human 
Brain  project.     With  NIAID,  NIDCD  is  supporting  a  program 
announcement  for  research  on  congenital  cytomegalovirus .  NIDCD 
and  NIA  have  a  program  announcement  on  mechanisms  of  sensorimotor 
adaptation  and  one  on  the  vulnerability  of  the  olfactory  system 
to  impact  of  environmental  toxins.     Additionally,  the  NIA 
transferred  funds  to  NIDCD  to  lead  an  effort  in  high  priority 
research  on  prevention,  treatment  or  cure  of  cancer  affecting 
human  communication.     With  several  other  institutes  and  NCI, 
NIDCD  intramural  scientists  are  investigating  gene  and 
immunotherapy  of  neoplasms  affecting  human  communication..  Other 
research  with  NCI  involves  the  cellular  and  developmental  biology 
of  the  inner  ear.     With  NCRR,  NIDCD  is  working  intramurally  on 
monoclonal  antibodies  to  define  the  distribution  of  proteins  in 
the  inner  ear.     NIDCD  with  NICHD  is  supporting  an  autism 
workshop,  collaborated  on  a  consensus  conference  on  the  early 
identification  of  hearing  impairment  in  infants  and  young 
children,  and  has  two  studies  underway  related  to  SIDS  and  otitis 
media  morbidity  and  mortality  risks  as  well  as  one  looking  at 
SIDS  and  the  larynx  and  trachea.     NIDCD  and  NIDDK  are  supporting 
an  RFA  on  nutrient  modulation  of  cell  integrity  and  repair 
mechanisms .     NIDCD  and  NEI  are  supporting  a  program  announcement 
on  balance  and  vision.     NINDS  and  NIDCD  are  working  on 
collaborative  research  related  to  Waardenburg  syndrome,  shared 
animal  facilities  and  support  of  minority  faculty- student 
partnership  traineeships  in  biotechnology  as  well  as  continuing 
to  jointly  support  the  annual  neural  prosthesis  workshop.  With 
NIH's  Office  of  the  Director,  the  NIDCD  is  supporting  Decade  of 
the  Brain  projects  and  supported  a  trauma  task  force.     NIDCD  has 
contributed  to  an  awards  program  in  the  office  of  education. 
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NIDCD  is  supporting  supplemental  projects  with  support  of  the 
Office  of  Research  on  Women's  Health. 

The  NIDCD  is  carrying  out  these  cooperative  programs  designed  to 
eliminate  redundancy  or  duplication  and  to  provide  expertise  and 
special  knowledge  to  all  areas  of  government  research  which  is 
part  of  their  mission.     This  cooperative  effort  can  be  considered 
as  a  model  of  the  effective  use  of  the  nation's  resources. 

Minority  Programs; 

The  third  are  described  is  that  of  minority  programs .     NIDCD  has 
an  effective  collaboration  with  the  Office  of  Research  on 
Minority  Health  in  the  form  of  "The  Partnership  program"  designed 
to  maximize  opportunities  for  underrepresented  minorities  to 
participate  in  fundamental  clinical  research  disciplines  related 
to  hearing,  balance,  smell,  taste,  voice,  speech  and  language. 

NIEHS: 

Let  me  turn  now  to  one  other  Institute,  Mr.  Chairman,  which  is 
important  to  our  field  of  work  —  that  is  the  National  Institute 
on  Environmental  Health  Sciences  (NIEHS). 

As  you  know,  because  of  your  deep  interest  in  environmental 
issues  as  they  relate  to  health,  this  Institute  is  vital  for 
determining  impacts  of  environmental  toxins  on  all  of  human 
health.     This  Institute  supported  the  first  national  conference 
on  "Physicians  and  the  Environment,"  co-sponsored  by  our  Academy 
and  the  National  Association  of  Physicians  for  the  Environment 
(NAPE)  in  1993,  and  again  sponsored  a  recent  "National  Conference 
on  the  Impacts  of  Air  Pollution  on  All  Body  Organs  and  Systems," 
including  those  in  the  head  and  neck  area.     This  conference  was 
the  first  ever  of  its  kind.     In  the  past,  air  pollution  was 
considered  by  most  people  to  relate  only  to  the  lung.  However, 
now  we  know,  as  a  result  of  our  conference  at  which  more  than  30 
experts  spoke,  that  in  fact  air  pollutants  can  affect  virtually 
every  organ  and  system  of  the  human  body,  from  the  upper 
respiratory  tract,  to  the  brain  and  neurological  system  to  the 
bone,  to  the  skin,  to  the  digestive  and  urinary  tracts,  and  to 
the  heart. 

We  believe  that  this  is  a  remarkable  forward  looking  Institute 
and  we  want  you  to  know  how  strongly  we  support  it. 

RECOMMENDATIONS 

For  NIDCD  we  recommend  an  increase  of  approximately  12%  for 
fiscal  year  1996. 

We  propose  a  similar  increase  for  the  NIEHS  for  fiscal  year  1996. 

Thank  you,  Mr.  Chairman,  for  the  privilege  and  opportunity  to 
testify  before  you. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  PEDIATRICS 

The  American  Academy  of  Pediatrics  and  the  endorsing  organizations  would  like  to  offer  this 
statement  on  behalf  of  the  infants,  children,  adolescents,  and  young  adults  in  this  country.  The 
American  Academy  of  Pediatrics  is  an  organization  of  49,000  pediatricians,  committed  to  the 
attainment  of  optimal  physical,  mental,  and  social  health  for  all  infants,  children,  adolescents,  and 
young  adults.  The  Ambulatory  Pediatric  Association  is  an  organization  of  over  1 500  members  who 
are  academic  general  pediatricians  and  child  health  professionals. 

The  Society  for  Adolescent  Medicine  includes  over  1200  physicians,  nurses,  psychologists,  social 
workers,  nutritionists  and  others  involved  in  service  delivery,  teaching  or  research  on  the  welfare  of 
adolescents. 
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While  we  recognize  that  budgets  are  tight,  the  we  urge  you  to  remember  one  key  fact  --  ensuring 
the  health  of  our  children  means  providing  for  today's  needs  plus  planning  for  tomorrow's.  The 
Academy  is  pleased  to  see  that  the  President's  budget  for  fiscal  year  1996  continues  to  place  a  high 
priority  on  children's  health  programs.  The  Academy  hopes  this  subcommittee  will  invest  its 
limited  resources  this  year  in  our  most  valuable  resource,  our  children. 

Fortunately,  most  infants  are  born  healthy  and  continue  to  grow  and  develop  if  they  have  access  to 
and  receive  basic  health  care  services.  Unfortunately,  there  are  still  far  too  many  that  suffer 
needlessly  from  disease,  injury,  abuse,  or  a  host  of  societal  problems.  Our  task  as  pediatricians  is 
to  treat  them  all,  to  provide  such  services  as  we  are  able.  Your  task  is  to  provide  the  funds  to 
allow  vital  federal  programs  to  continue.  We  ask  that  you  recognize  the  correlation  among 
preventive  and  chronic  health  services,  research,  and  the  training  of  new  health  professionals  and 
not  increase  one  program  for  infants  and  children  at  the  expense  of  another.  As  pediatricians  we 
see  the  integral  tie  between  basic  research  and  the  care  we  provide;  we  see  the  impact  of  poverty 
and  violence  on  the  health  of  our  children  and  adolescents;  and  we  know  that  the  future  of  our 
workforce  depends  on  the  decisions  we  make  today.  We  recognizes  that  the  current  budget 
situation  makes  significant  funding  increases  in  child  health  programs  almost  impossible.  However, 
the  Academy  and  the  endorsing  organizations  encourages  this  subcommittee  to  be  cognizant  of  the 
enormous  possibilities  and  potential  of  research,  prevention,  training  and  services  and  continue  to 
appropriate  the  necessary  funds  to  the  extent  possible. 

A  chart  at  the  end  of  this  statement  will  offer  recommendations  for  many  programs,  but  we  would 
like  to  focus  on  a  few. 

Childhood  Immunization  Program 

The  childhood  immunization  program  is  the  cornerstone  of  preventive  health  care  for  children  in 
the  United  States  and  the  Academy  applauds  the  high  priority  assigned  to  this  program  by  the 
Administration.  Furthermore,  the  Academy  remains  committed  to  the  success  of  the  Vaccine  For 
Children  Program  (VFC).  This  important  public/private  partnership  program,  which  began  just  a 
few  months  ago,  is  providing  the  opportunity  to  keep  children  in  their  own  "medical  home." 
Vaccines  are  cost  effective.  More  than  $21  are  saved  for  every  $1  spent  on  measles,  mumps, 
rubella  vaccine;  more  than  $30  are  saved  for  every  $1  spent  on  diphtheria,  tetanus,  pertussis 
vaccine;  and  more  than  $6  are  saved  for  every  $1  spend  on  polio  vaccine.  Just  recently,  the  FDA 
approved  the  a  varicella  (chicken  pox)  vaccine.  Varicella  is  one  of  the  most  contagious  childhood 
diseases,  comparable  to  pertussis  and  measles,  with  approximately  3.  9  million  cases  estimated 
annually  in  the  US.  This  new  vaccine  will  provide  much  needed  protection  and  prevention  from  this 
disease.  Immunizations  are  an  important  investment  in  our  children.  The  Academy  request  includes 
monies  over  and  above  the  Administration's  request  for  vaccine  purchase  for  those  children  not 
covered  by  the  federal  vaccine  purchase  program.    The  Academy  and  the  endorsing  organizations 
recommend  $520  million  for  the  Childhood  Immunization  Program  for  FY  96. 

Lead  Poisoning  Prevention  Program 

Lead  poisoning  is  the  leading  environmental  health  problem  affecting  children  and  it  is  entirely 
preventable.  Furthermore,  there  may  be  low-risk  communities  that  do  not  require  lead  screening, 
but  no  explicit  guidance  has  been  developed  for  determining  a  communities'  lead  risk.  Clearly, 
funding  to  provide  more  data  concerning  prevalence  in  specific  regions  and  locales  is  needed.  The 
Lead  Poisoning  Prevention  Program  at  the  Centers  for  Disease  Control  and  Prevention  (CDC)  is  a 
technical  assistance  and  grant  program  for  the  start-up  and  expansion  of  projects  to  detect  and 
prevent  lead  poisoning.  To  ensure  that  all  children  are  protected  we  support  the  Administration's 
recommended  funding  of  this  program  at  $35  million  for  fiscal  year  1996. 

Injury/  Violence  Control  Programs 

Injury  is  the  leading  killer  of  our  children  ages  1-19.  The  national  injury  prevention  program,  part 
of  the  CDC,  funds  research  and  pilot  programs  which  are  extremely  important  to  learning  more 
about  how  to  prevent  injuries  in  our  youth.  This  type  of  program,  which  is  focused  on 
interventions  to  prevent  injuries,  has  the  potential  to  save  thousands  of  lives.  Homicide  is  the 
second  leading  cause  of  death  for  young  people  aged  1 5-34  and  is  the  leading  cause  of  death  for 
African-American  men  and  women  in  that  group.  A  compelling  need  exists  for  more  community 
based  youth  violence  prevention  programs  such  as  the  violence  prevention  program  at  the  CDC. 
With  these  funds,  CDC  can  support  more  projects  to  identify  successful  models  for  preventing 
youth  violence.  We  recommend  $65  million  for  these  programs  for  the  coming  year.  In  addition, 
the  Academy  supports  the  FY  96  recommendation  of  the  CDC  Coalition  of  $2.5  billion  for  CDC. 
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Maternal  and  Child  Health  Service  Block  Grant 

Authorized  under  Title  V  of  the  Social  Security  Act,  this  program  is  designed  to  assure  mothers, 
infants,  children,  and  adolescents  access  to  quality  health  care  that  reduces  infant  mortality  and 
morbidity,  helps  children  with  special  needs,  ameliorates  chronic  illnesses,  increases  access  to 
health  care  for  adolescents  at  risk,  and  encourages  healthy  lifestyles.  With  adequate  funding,  the 
MCH  block  grant  can  begin  to  work  with  the  private  sector  to  assure  that  managed  care  networks 
incorporate  key  preventive  maternal  and  child  health  services  and  begin  to  meet  the  increasing 
demand  for  community  services  from  uninsured  and  underinsured  women  and  children.  Through 
cooperation  with  other  federal  programs,  limited  resources  can  be  used  effectively  to  reduce 
duplication  and  fragmentation  of  services.  The  MCH  Block  Grant  program  should  be  funded  at  its 
full  authorization  of  $705  million 

Pediatric  Emergency  Medical  Services 

Title  III  of  the  Public  Health  Service  Act  allows  for  the  support  of  demonstration  grants  to  improve 
emergency  medical  services  systems  for  acutely  ill  or  seriously  injured  children  and  adolescents. 
The  EMS-C  grants  have  been  used  to  develop  training  curricula  for  emergency  medical  personnel, 
ambulance  equipment  lists,  and  other  "products"  that  have  been  catalogued  so  that  they  can  be 
easily  adopted  by  others.  Examples  of  grantees'  work  are  a  course  for  school  children  on  cold 
water  safety  (Alaska);  a  manual  to  help  pre-hospital  personnel  manage  head  injuries,  especially 
where  long-distance  transportation  will  be  needed  (Oregon);  and  a  report  on  the  adaptation,  for  rural 
community  hospitals,  of  a  California-developed  system  for  identifying  hospitals  equipped  to  handle 
pediatric  emergencies  (Arkansas).  We  urge  your  support  for  this  program  and  recommend  funding 
at  $12.5  million  for  FY  96. 

Family  Planning 

Title  X  of  the  Public  Health  Service  Act  is  crucial  to  this  country's  family  planning  activities  and 
provides  high-quality  reproductive  health  care  services  to  millions  of  low-income  and 
marginal-income  women  and  men  each  year.  These  clinics  also  provide  other  essential  services, 
such  as  screening  for  sexually  transmitted  diseases,  hypertension,  diabetes,  and  anemia.  This 
program  continues  to  be  an  integral  part  of  our  health  care  system  for  our  adolescents.  The 
disastrous  effects  of  teenage  pregnancy  and  the  possible  long-lasting  consequences  of  sexually 
transmitted  diseases  are  well  known.  The  Academy  is  pleased  that  the  President's  budget 
recognizes  the  importance  of  this  program  to  our  adolescents  and  young  adults  and  we  support  the 
Administration's  request  of  $199  million  for  the  next  fiscal  year. 

Health  Professions  Training 

Title  VII  of  the  Public  Health  Service  Act,  Primary  Care  Training  Grants  for  General  Internal 
Medicine  and  General  Pediatrics,  remains  a  small  but  vital  incentive  program  for  the  generalist 
training  of  pediatricians.  If  we  are  going  to  have  an  adequate  supply  of  primary  care  pediatricians 
to  meet  the  anticipated  demand  for  their  services,  then  we  must  protect  and  expand  graduate 
medical  education  funding  now.  These  funds  are  at  work  in  communities  such  as  the  University  of 
Wisconsin  -  Madison.  Wisconsin's  Pediatric  Primary  Care  Residents'  Curriculum  (PPCRC)  is 
committed  to  a  primary  care  pediatric  continuity  experience  with  all  first  year  residents  spending  a 
one-half  day  per  week  seeing  their  own  patients  under  faculty  supervision.  By  the  second  and  third 
years,  the  residents  spend  more  time  in  primary  care  outpatient  settings  and  increase  the  size  of 
their  own  practice  in  continuity  clinics  and  are  supervised  by  faculty  pediatricians.  Title  VII 
monies  have  produced  many  programs  which,  like  the  Wisconsin  program,  place  an  emphasis  on 
primary  care.  We  support  the  reauthorization  of  Title  VII  and  applaud  the  Administration  and 
Senate  Labor  Committee  Chairwoman  Nancy  Kassebaum  in  these  efforts.  The  Academy  and  the 
endorsing  organizations  support  $25  million  for  General  Internal  Medicine/General  Pediatrics  and 
joins  with  the  Health  Professions  and  Nursing  Education  Coalition  in  supporting,  level  funding  of 
$290  million  in  total  funding  for  Title  VII  and  Title  VIII. 

The  National  Health  Service  Corps  is  a  key  component  of  any  effort  to  remove  barriers  to  health 
care.  The  scholarship  and  loan  repayment  programs  are  another  integral  part  of  national  efforts  to 
increase  opportunities  for  minorities  to  become  health  professionals.  The  Academy  and  the 
endorsing  organizations  support  funding  of  $125  million. 
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Pediatric  AIDS 

The  incidence  of  HIV  infection  among  infants,  children,  adolescents  and  women  continues  to  rise, 
now  accounting  for  over  14.5  percent  of  all  AIDS  cases  reported  in  this  country.  It  has  become  the 
fifth  leading  cause  of  death  for  children.  Moreover,  the  AIDS  epidemic  will  leave  an  estimated 
72,000  to  125,000  children  and  adolescents  motherless  by  the  end  of  the  decade.  The  CDC  predicts 
that  93,000  to  1 12,000  healthy  children  will  be  born  to  HIV-infected  mothers  from  1992  to  2000. 
There  are  many  federal  programs  being  affected  by  this  increase  in  HIV  infection,  and  the 
appropriations  for  these  programs  for  the  coming  year  should  reflect  the  needs  of  these  populations. 
The  Ryan  White  CARE  Act,  particularly  Title  IV,  pediatric  AIDS  demonstrations,  includes  the 
delivery  of  services,  prevention,  and  research.  We  firmly  supports  the  reauthorization  of  this 
program  and  urges  vou  to  support  the  President's  recommendation  of  $724  for  the  Ryan  White 
CARE  Act,  which  includes  $32  million  for  pediatric  demonstrations  under  Title  IV. 

National  Institutes  of  Health 

Pediatric  research  today  is  not  only  exciting,  but  rapidly  changing.  Pediatric  research  covers  the 
entire  spectrum  of  research  -  -  basic,  clinical,  applied,  and  service  -  -  and  is  supported  substantially 
by  the  federal  government  through  NIH.  It  is  important  that  this  balance  be  maintained. 

Biomedical  research  itself  may  not  guarantee  cost  savings  in  the  delivery  of  health  care;  however, 
successful  control  of  disease  affecting  both  children  and  adults,  with  accompanying  cost  reductions, 
will  not  occur  without  recognition  of  the  necessity  of  coupling  research  with  reforms  in  the  design 
and  funding  of  health  care  delivery.  We  join  with  the  Ad  Hoc  Group  for  Medical  Research 
Funding  in  requesting  a  15  percent  increase  for  NIH  consistent  with  the  collective 
recommendations  of  agency  personnel  as  well  as  national  advocacy  groups  within  the  AD  Hoc 
Group.  We  also  join  the  Friends  on  NICHD  in  requesting  $608  million  for  the  National  Institute  of 
Child  Health  and  Human  Development.    We  believe  that  these  requests  represent  the  best  and  most 
reliable  estimate  of  the  level  of  funding  needed  to  sustain  the  high  standard  of  scientific 
achievement  embodied  by  the  NIH. 

Agency  for  Health  Care  Policy  and  Research 

Still  a  relatively  new  but  vital  agency,  the  AHCPR  is  the  federal  government's  primary  agency 
responsible  for  medical  effectiveness  and  health  services  research.  It  also  supports  the  training  of 
new  health  service  researchers.  Funding  from  AHCPR  has  supported  important  child  health  research 
such  as  the  management  of  acute  asthma  in  pediatric  practices  and  the  assessment  of  fevers  in  very 
young  infants.  Both  of  which  upon  completion  will  have  an  important  impact  on  child  health 
outcomes.  The  Academy  strongly  supports  the  reauthorization  of  the  Agency  for  Health  Care  Policy 
and  Research  (AHCPR).  The  Academy  and  the  endorsing  organizations  join  the  Friends  of 
AHCPR  in  supporting  the  President's  recommended  funding  level  of  $148  million  for  FY  96. 

Indian  Health  Service 

Native  American  children  face  many  challenges  in  the  coming  decades.  Many  of  the  challenges  are 
similar  to  those  facing  other  American  children  -  -  substance  abuse,  family  crisis,  unintentional  and 
intentional  injuries  -  -  but  many  of  these  problems  have  been  documented  to  be  more  severe  among 
Indian  populations.  The  Academy  supports  the  President's  recommendation  of  $2.027  billion  for 
health  services  and  $247  million  for  facilities. 

Head  Start 

For  thirty  years  Head  Start  has  been  a  major  source  of  support  for  over  12  million  children.  Head 
Start  is  more  than  a  preschool  education;  it  also  enhances  children's  school  readiness  and  general 
well-being  by  providing  preventive  health  services,  including  immunizations,  screening,  and  follow- 
up  treatment.  The  Head  Start  of  the  1990's  should  be  reaching  more  children,  serving  younger 
children,  creating  new  linkages  with  other  available  resources,  and  ensuring  that  the  health  services 
provided  are  of  the  very  best  quality.  Accordingly,  we  support  the  President's  recommendation  of 
$3.935  Billion. 

Office  of  Adolescent  Health 

Today,  adolescents  are  faced  with  many  health  and  life-threatening  situations.  A  comprehensive  and 
coordinated  approach,  one  that  emphasizes  and  expands  prevention  and  youth  development 
programs  in  order  to  reduce  the  incidence  of  adolescent  suicide,  HIV/AIDS,  pregnancy,  sexually 
transmitted  diseases  and  injuries  due  to  motor  vehicle  and  gun  violence,  must  be  considered  for 
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adolescents.  Created  by  statute  in  1992,  the  Office  of  Adolescent  Health  (OAH),  although  not  yet 
fully  established  could  provide  this  function.  The  Academy  and  the  endorsing  organizations  support 
the  implementation  of  the  Office  of  Adolescent  Health  and  recommends  $7  miHjon  for  fiscal  year 
1996. 

In  summary,  the  following  list  highlights  programs,  along  with  funding  recommendations,  of 
importance  to  children.  The  Academy  joins  with  its  many  friends  in  other  organizations  and 
coalitions  in  presenting  these  recommendations. 


Recommendations  for  FY  1996 


Centers  for  Disease  Control 

Childhood  Immunization  Program 
Lead  Poisoning  Prevention 
Injury  /  Violence  Control 

Health  Resources  and  Services  Administration 

Community  Health  Centers 

Migrant  Health  Centers 

Maternal  and  Child  Health  Block  Grant 

Pediatric  Emergency  Medical  Services 

Title  X,  Family  Planning 

Health  Professions  Training  (Titles  VII/VIII)  - 

General  Internal  Medicine  and  General  Pediatrics 
National  Health  Service  Corps 
Ryan  White  CARE  Act 

Title  IV  (Pediatric  Demos) 

National  Institutes  of  Health 

National  Institute  of  Child  Health  and  Human  Development 

Agency  for  Health  Care  Policy  and  Research 

Administration  for  Children  and  Families 

Child  Care  Block  Grants 
Head  Start 
Child  Abuse 

State  Grants 

Discretionary  Grants 
Crisis  Nurseries 
Abandoned  Infants 


$2,500,000,000 

$520,000,000 
$35,000,000 
$65,000,000 


$617,000,000 

$65,000,000 
$705,000,000 

$12,500,000 
$199,000,000 
$290,000,000 

$25,000,000 
$125,000,000 
$724,000,000 

$32,000,000 

$13,000,000,000 
$608,240,000 

$148,000,000 


$1,049,000,000 
$3,935,000,000 

$22,854,000 
$15,385,000 
$11,900,000 
$14,500,000 


Indian  Health  Service 

Health  Services 
Facilities 


$2,027,000,000 
$247,000,000 


National  Vaccine  Program  Office 
Office  of  Adolescent  Health 
Children's  Mental  Health  (SAMHSA) 


$12,000,000 
$7,000,000 
$60,000,000 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  PHYSICIAN  ASSISTANTS 

On  behalf  of  the  American  Academy  of  Physician  Assistants  and  the  more  than 
25,000  clinically  practicing  PAs  in  the  United  States,  we  appreciate  the  opportunity 
to  comment  on  the  FY  '96  appropriations  for  physician  assistant  education. 
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While  PAs  are  well  known  to  many  members  of  the  Committee,  we  thought  it  might 
be  helpful  for  new  members  to  have  an  overview  of  the  profession.  PA  roots  are  in 
the  medical  corpsmen  who  assisted  military  physicians  in  Vietnam.  The  first  PA 
education  program  was  started  at  Duke  University  in  the  mid-1960s.  Today,  the 
typical  PA  program  is  24  months  long,  and  requires  at  least  two  years  of  college  and 
some  health  care  experience  prior  to  admission.  The  majority  of  students  have  a 
baccalaureate  degree  and  four  years  of  health  care  experience  before  entering  a  PA 
program.  All  programs  are  accredited  by  the  Commission  on  Accreditation  of  Allied 
Health  Education  Programs,  in  accordance  with  uniform  essentials  and  guidelines. 
PAs  are  certified  by  the  National  Commission  on  Certification  of  Physician 
Assistants.  They  are  re-registered  every  2  years  based  on  100  hours  of  continuing 
education  and  re-certified  every  six  years  by  examination.  84.8  percent  of  PAs  hold 
at  least  a  bachelor's  degree  while  12.9  percent  hold  either  a  masters  or  doctorate. 
PA  education  is  dedicated  to  primary  care,  and  in  the  latest  AAPA  census  data, 
family/general  practice  remains  the  most  common  area  of  PA  practice,  followed  by 
general  internal  medicine. 

Federal  funding  for  PA  education  programs  is  currently  contained  in  Section  750  of 
the  Public  Health  Service  Act,  and  is  up  for  re-authorization  in  1995.  On  March  29, 
1995,  the  Senate  Labor  and  Human  Resources  Committee  unanimously  approved  S. 
555,  sponsored  by  Senator  Nancy  Kassebaum,  which  would  reauthorize  the 
legislation  by  consolidating  all  programs  into  one  of  six  clusters.  PA  programs  are 
contained  in  the  Primary  Care  and  Preventive  Medicine  cluster,  along  with  internal 
medicine,  general  pediatrics,  family  physicians,  preventive  medicine  and  general 
dentistry. 

Federal  funding  for  PA  education  serves  many  needs,  two  of  the  most  important 
being  to  ensure  that  PA  students  from  all  backgrounds  have  continued  access  to  an 
affordable  education,  and  also  so  patients  continue  to  have  access  to  quality, 
affordable  and  cost-effective  care. 

If  the  health  care  reform  debate  of  the  past  two  years  taught  us  anything,  it  is  that 
millions  of  Americans  lack  access  to  primary  care,  either  because  they  are 
uninsured  or  underinsured,  or  because  there  are  not  enough  providers  to  see  them. 
Based  on  what  we  know  today,  we  can  make  three  predictions.  First,  state  reform 
efforts  to  improve  and  increase  access,  particularly  for  the  underserved  and 
uninsured,  will  be  greatly  expanded  absent  federal  reform.  Second,  with  even 
modest  success,  expanded  access  will  require  more  primary  care  providers,  such  as 
PAs.  Third,  the  states  are  not  focused  on  the  issue  of,  and  do  not  have  the  resources 
for,  training  and  educating  more  providers.  That  makes  the  work  of  this  committee 
all  the  more  important. 

Ensuring  an  adequate  supply  of  primary  care  providers  is  an  issue  in  which 
Congress  has  long  played  an  important  role.  There  are  several  reasons  why  this 
should  continue.  Perhaps  most  important,  federal  funding  requires  and  ensures 
uniform  criteria  among  the  programs  that  educate  and  train  primary  care 
providers.  This  standard  is  replicated  in  all  aspects  of  education  and  credentialing. 
For  both  physicians  and  PAs,  program  accreditation  as  well  as  board  certification 
are  based  on  uniform  standards  established  and  enforced  by  a  national  body, 
irrespective  of  where  students  trained  or  did  their  clinical  rotations.  As  a  result, 
graduates  have  a  core  base  of  skills  and  knowledge  that  allows  them  to  practice  in 
any  state. 

Equally  significant,  the  government  needs  an  adequate  supply  of  PAs  because  it  is 
a  significant  employer  of  them;  16.9  percent  are  employed  by  agencies  such  as  the 
Departments  of  Justice  and  Veterans  Affairs  and  the  Indian  and  Public  Health 
services. 


416 


We  recognize  that  this  committee  needs  to  identify  those  priorities  that  must  be  met 
and  in  which  the  federal  government  has  both  a  proper  role  and  a  demonstrated 
track  record  of  success.  We  believe  that  providing  federal  funds  to  the  programs 
that  educate  PAs  should  be  at  or  near  the  top  of  those  lists. 

Federal  funds  for  PA  programs  support  the  planning,  development  and  operation  of 
projects  for  the  training  of  PAs  and  PA  faculty  development  programs.  This 
committee  has  long  supported  the  creation  and  expansion  of  PA  programs  as  a  way 
to  make  a  substantial  contribution  to  meeting  our  nation's  primary  care  needs, 
particularly  in  underserved  and  rural  and  urban  areas. 

Of  the  PA  programs  that  receive  federal  support  today,  the  Committee  clearly  has 
an  obligation  to  ask  if  those  funds  are  being  spent  wisely.  Our  response  is  an 
unequivocal  yes.  Funding  today  goes  to  programs  that:  1)  are  dedicated  to  a 
primary  care  curriculum;  2)  require  clinical  rotations  in  either  urban  or  rural 
medically  underserved  areas  or  the  Indian  and  Public  Health  services;  and  3)  have 
a  demonstrated  track  record  in  recruiting  and  graduating  minority  and 
disadvantaged  students.  The  investment  is  a  good  one,  because  federal  support  of 
PA  training  is  highly  cost  effective.  Of  the  61  accredited  PA  programs, 
approximately  half  receive  federal  funds  over  a  3-year  grant  period,  with  an 
average  grant  of  $135,000  per  year.  With  an  average  first  and  second  year  class 
size  of  approximately  70  students,  the  per  pupil  support  equals  $1,928.  By  any 
standard  that  is  a  sound  investment.  Furthermore,  the  funding  that  PA  programs 
currently  receive  is  earmarked  exclusively  for  primary  care  providers,  and  is  the 
only  federal  funding  available  to  PAs.  Federal  support  for  PA  educational  programs 
provides  critical  infrastructure  support  that  is  all  to  easily  overlooked  once 
institutional  funding  and  student  tuition  levels  have  been  set.  A  new  course  in 
geriatrics  may  be  critical  to  a  student's  future  practice  and  the  well  being  of  their 
patients,  but  developing  a  new  course  and  hiring  faculty  is  hard  to  do  within 
existing  tuition  levels.  Federal  support  plays  an  important  role  in  addressing 
emerging  health  care  needs  when  existing  budgets  are  limited. 

As  members  of  this  committee  know,  the  demand  for  PAs  today  is  at  an  all  time 
high,  and  that  does  not  reflect  what  we  can  predict  is  coming  with  state  reform. 
According  to  the  10th  Annual  Report  on  PA  Education  Programs,  there  were 
approximately  seven  job  offers  for  every  PA  graduate  in  1993.  And  according  to  the 
Department  of  Labor,  the  number  of  PA  positions  is  expected  to  increase  by  36% 
between  1992  and  2005. 

To  meet  this  demand,  we  need  more  or  larger  classrooms,  funding  to  train  clinically 
practicing  PAs  as  faculty,  updated  curriculum  content,  and  increasingly  important, 
updated  technology.  Many  of  us  had  not  heard  of  Internet  10  years  ago,  yet  it  or 
something  like  it  will  be  critical  if  telemedicine  is  ever  to  become  a  reality. 
Additional  federal  support  is  needed  to  meet  these  needs.  However,  last  year  HRSA 
received  30  grant  applications,  seeking  a  total  of  $14,430,691;  of  those  21  were  new 
proposals.  Only  $2.3  million  was  available,  however,  with  the  balance  of  the  year's 
appropriation  going  to  programs  in  mid-cycle. 

As  you  can  imagine,  starting  a  PA  program  is  an  expensive  undertaking.  Although 
new  programs  have  come  on  line  largely  with  state  and  private  dollars,  the 
availability  of  federal  funds  to  help  increase  the  number  of  or  expand  existing 
programs  is  critical.  Clearly,  based  on  the  requests  made  last  year  alone,  many 
programs  started  without  federal  support  are  hoping  to  apply  for  federal  grants  to 
assist  them  with  program  development. 

The  committee  may  fairly  ask  why  federal  support  is  needed  if  PA  programs  are 
started  without  it.  As  we  have  said  in  the  past,  federal  support  is  not  the  lifeblood 
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of  most  PA  programs.  However,  federal  support  is  needed,  for  instance,  to  provide 
students  with  clinical  rotations  in  medically  underserved  areas.  Without  it, 
institutions  will  be  forced  to  have  students  rotate  through  departments  in  an 
affiliated  hospital  or  within  close  range  of  the  institution.  This  deprives  students  of 
rotations  through  settings  where  the  federal  government  would  most  like  PAs  to 
gravitate  upon  graduation,  particularly  underserved  areas.  As  the  educators  will 
confirm,  there  is  a  high  correlation  between  where  students  train  and  where  they 
choose  to  practice.  PA  students  who  are  exposed  to  -  not  to  mention  actively 
recruited  from  —  underserved  rural  and  urban  communities  are  much  more  likely  to 
practice  there  upon  graduation.  And  the  AAPA  is  proud  to  note  that  PAs  have  an 
extremely  good  record  of  practicing  in  our  small  towns  and  rural  communities  that 
traditionally  are  underserved.  9.3%  of  PAs  practice  in  towns  of  less  than  5,000 
population;  8.7%  in  towns  of  less  than  10,000;  and  15.9%  in  areas  50,000  or  less. 

Equally  significant,  with  proper  infrastructure  support,  PA  programs  can  produce 
PA  graduates  quickly  enough  to  meet  emerging  needs.  The  average  program  is  two 
years  in  length,  compared  with  seven  years  for  a  physician.  That  would  be  music  to 
the  ears  of  states  trying  to  improve  and  increase  access  to  health  care,  but  that  have 
limited  dollars  to  attract  providers  to  the  state's  most  rural  underserved  areas. 

In  conclusion,  the  Academy  recognizes  the  difficult  spending  decisions  this 
Committee  faces.  Discretionary  spending  authority  has  been  severely  curtailed  in 
recent  years,  and  this  year  is  no  different.  The  Academy  respectfully  requests, 
however,  that  this  committee  carefully  examine  the  reform  activity  occurring  in  the 
states,  and  the  inevitable  need  for  more  primary  care  providers,  particularly  PAs, 
that  will  logically  follow.  We  hope  you  will  agree  with  our  position  that  continued 
and  ideally  expanded  federal  support  of  PA  education  is  of  fundamental 
importance  to  the  nation  as  a  whole  as  we  strive  to  provide  primary  care  to  those 
citizens  who  now  go  without. 

This  committee  has  always  been  a  strong  supporter  of  PAs,  and  on  behalf  of  the  PA 
profession,  we  greatly  appreciate  that.  We  trust  that  even  in  these  difficult  times, 
we  can  continue  to  count  on  your  strong  support. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  PHYSICAL  MEDICINE 
AND  REHABILITATION 

Distinguished  Chairman  and  Members  of  the  Subcommittee: 

The  American  Academy  of  Physical  Medicine  and  Rehabilitation,  a  national  medical 
specialty  society  representing  the  5000  physicians,  including  residents,  who  specialize  in  physical 
medicine  and  rehabilitation,  the  American  Congress  of  Rehabilitation  Medicine,  a  national  multi- 
disciplinary  specialty  society,  and  the  Association  of  Academic  Physiatrists,  a  national  medical 
society  of  specialists  in  physical  medicine  and  rehabilitation  who  work  with  hospitals  connected 
with  academic  institutions,  submit  this  testimony  for  the  written  record. 

National  Center  for  Medical  Rehabilitation  Research  (NCMRR) 

The  National  Center  for  Medical  Rehabilitation  Research  (NCMRR)  was  created  in  1990 
as  part  of  the  National  Institute  on  Child  Health  and  Human  Development  (NICHD)  at  the 
National  Institutes  of  Health  (NIH).  The  National  Center  for  Medical  Rehabilitation  Research 
focuses  its  resources  on  all  aspects  of  rehabilitation  research,  particularly  the  functional  limitations 
of  persons  with  disabilities  and  chronic  illnesses.  While  most  of  NIH  focuses  on  preventing  and 
"curing"  diseases  and  disorders,  the  National  Center  for  Medical  Rehabilitation  Research  focuses 
its  resources  on  improving  rehabilitation  therapies,  devices,  and  medical  interventions  that  will 
enhance  the  ability  of  people  with  disabilities  to  function  in  society. 
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The  National  Center  for  Medical  Rehabilitation  Research  has  the  potential  to  link  a  vision 
for  greater  independence  and  freedom  with  49  million  Americans  with  disabilities.  Relatively 
small  investments  in  rehabilitation  research  today  have  the  potential  to  pay  huge  dividends 
tomorrow.  The  economic  costs  of  dependency,  welfare,  and  nonproductivity  for  this  population 
cannot  be  understated.  NCMRR-supported  research  can  be  extremely  cost-effective,  leading  to 
far  more  reliance  on  the  individual  and  far  less  reliance  on  government.  In  terms  of  quality  of  life, 
NCMRR-supported  research  has  tremendous  potential  to  positively  affect  the  lives  of  people  with 
physical  disabilities. 

Medical  rehabilitation  research  conducted  and  supported  by  the  NCMRR  cuts  across  all 
physical  disability  groups  and  spans  the  lifetime  of  a  person  with  a  disability.  This  research 
encompasses  the  wide  spectrum  of  disability,  from  the  pathophysiology  of  disabling  conditions 
through  societal  limitations,  which  are  often  the  most  formidable  obstacles  to  achieving  a  high 
quality  of  life.  There  are  seven  general  categories  of  medical  rehabilitation  research  supported  by 
the  NCMRR.  These  categories  include: 


(1)  mobility, 

(2)  behavioral  adaptation  to  disability, 

(3)  whole  body  systems'  response  to  disability, 

(4)  assistive  technology  to  empower  people  with  disabilities, 

(5)  measurement,  assessment  and  epidemiology  of  rehabilitation 
methods  and  interventions, 

(6)  treatment,  evaluation  and  outcomes  research,  and 

(7)  the  training  of  rehabilitation  researchers  and  scientists. 

In  the  first  four  years  of  operation,  the  National  Center  for  Medical  Rehabilitation 
Research  has  funded  grants  across  these  areas  of  research,  albeit  at  inadequate  levels  due  to 
funding  constraints.  Over  140  grants  have  been  awarded  throughout  this  time  with  an  emphasis 
on  training  of  rehabilitation  researchers  and  whole  body  systems'  response  to  disability. 
Significant  funding  increases  are  necessary  to  address  important  medical  rehabilitation  research  in 
the  remaining  priority  areas  of  the  NCMRR's  research  plan,  mentioned  above. 


Despite  funding  limitations,  however,  some  progress  is  being  made.  The  NCMRR  has 
issued  a  number  of  Requests  For  Applications  (RFAs)  in  the  recent  past  including  an  RFA  entitled 
"Biomaterials  to  Restore  Function  in  Persons  with  Disabilities."  The  goal  of  the  RFA  was  to 
stimulate  high-risk,  exploratory  research  that  would  lead  to  the  development  of  novel  biomaterials 
for  medical  rehabilitation.  A  number  of  conferences  and  workshops  have  also  recently  been 
convened  and  supported  by  the  NCMRR.  Conference  topics  have  included  neuroimaging  and 
medical  rehabilitation,  cognitive  and  behavioral  deficit  research  in  children  with  AIDS,  and 
research  issues  concerning  the  health  needs  of  women  living  with  physical  disabilities.  In  addition, 
the  NCMRR  supported  conferences  on  hip  joint  replacement  and  advances  in  medical 
rehabilitation  outcomes  research. 


NCMRR's  research  agenda  is  particularly  well-suited  to  the  Small  Business  Innovative 
Research  (SBIR)  grant  mechanism.  Over  10%  of  NCMRR's  total  appropriations  have  funded 
these  types  of  grants.  Much  of  the  research  on  assistive  devices  for  people  with  disabilities,  such 
as  advances  in  orthotic  (orthopedic  braces)  and  prosthetic  (artificial  limbs)  devices,  takes  place 
through  these  SBIR  program.  Although  it  is  too  early  to  tell,  funding  of  assistive  technology 
through  SBIR  grants  will  likely  lead  to  readily  available  improvements  in  rehabilitation  methods 
and  devices  to  people  with  disabilities. 


Research  Centers  and  Other  Foregone  Opportunities 


NCMRR's  rehabilitation  research  plan  calls  for  the  creation  of  Centers  of  Excellence 
where  multidisciplinary  rehabilitation  research  would  take  place  that  cuts  across  all  aspects  of 
physical  disability.  Two  different  kinds  of  research  centers  have  been  contemplated  by  the 
NCMRR:  Comprehensive  Rehabilitation  Research  Centers  of  Excellence  (CRRCEs)  would  foster 
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multidisciplinary  investigations  of  cross-cutting  issues  regarding  medical  interventions  and  health 
maintenance;  and  Rehabilitation  Core  Research  Centers  (RCRCs)  that  focus  on  improving  the 
useful  functioning  of  people  with  disabilities  through  the  provision  of  research  support  services  to 
individual  investigators  conducting  or  planning  research  on  topics  relevant  to  medical 
rehabilitation. 

The  NCMRR  research  plan  has  identified  several  important  areas  where  these  centers 
would  optimize  the  outcomes  of  rehabilitation  research.  Interdisciplinary  centers  have  been  used 
by  NIH  to  facilitate  the  pursuit  of  thematically  focused  research  spanning  many  scientific 
disciplines.  Centers  have  been  used  to  create  bridges  to  link  intervention  and  clinical  studies  with 
ongoing  research  activities,  to  expedite  achievement  of  research-based  improvements  in  the 
quality  of  care,  and  to  reduce  the  need  for  duplicate  study  samples  and  equipment.  Centers  have 
also  been  used  as  effective  resources  for  the  continuing  education  of  health  care  providers  and 
scientists. 

To  date,  however,  funding  constraints  have  prevented  the  NCMRR  from  pursuing 
rehabilitation  research  Centers  of  Excellence.  In  fact,  NCMRR's  limited  funding  throughout  its 
first  four  years  of  operation  has  created  numerous  foregone  opportunities  in  priority  areas  of 
rehabilitation  research.  The  NCMRR  Advisory  Board  has  recently  identified  over  $30 
million  worth  of  identifiable  and  realistic  research  opportunities  that  will  not  be  able  to  be 
funded  in  Fiscal  Year  1995  alone.  In  total,  this  represents  94  research  grants  that  may  have 
significantly  improved  the  lives  of  people  with  disabilities.  These  foregone  research  opportunities 
include  traumatic  head  injury  and  cognitive  retraining,  the  study  of  pain  and  disability,  functional 
assessments  of  musculoskeletal  disorders,  medical  rehabilitation  outcomes  research,  fatigue  and 
disability,  and  obstetrical  and  gynecological  management  of  women  with  disabilities. 

Clinical  trials  concerning  new  and  improved  orthotic  and  prosthetic  devices  to  assist 
people  with  disabilities  and  clinical  trials  involving  bowl  and  bladder  management  for  persons  with 
spinal  cord  injuries  will  also  remain  unfunded  until  significant  appropriation  increases  occur. 
Finally,  high  quality,  Small  Business  Innovative  Research  grant  applications  continue  to  pour  into 
the  NCMRR  with  very  little  chance  of  ultimately  being  funded. 

Appropriations  Request  for  NCMRR 

NICHD  devoted  $600  thousand  to  rehabilitation  research  training  grants  in  Fiscal  Year 

1991  to  be  administered  by  the  NCMRR.  NCMRR's  first  full  fiscal  year  of  appropriations  was 

1992  with  an  initial  $7.5  million  appropriation.  The  appropriation  for  Fiscal  Year  1993  was  raised 
to  $9.9  million.  Fiscal  Year  1994  witnessed  the  most  significant  increase  for  the  NCMRR  at 
$14.2  million,  a  40%  increase  in  appropriations  over  the  previous  year.  This  increase  significantly 
enhanced  the  momentum  of  the  NCMRR  throughout  the  rehabilitation  research  community. 
Unfortunately,  Fiscal  Year  1995  resulted  in  a  budget  of  approximately  $15  million  dollars,  a 
modest  increase  over  the  previous  year. 

Of  this  $15  million  figure,  $10.8  million  has  already  been  committed  to  funding  existing 
research  projects,  leaving  $4.2  million  for  Fiscal  Year  1995  research  activities.  This  represents 
approximately  nine  investigator-initiated  (RO-1)  grants,  six  career  and  training  awards,  four  Small 
Business  Innovative  Research  grants,  one  reviewed  program  project  award  (PO-1)  and  the 
funding  of  an  adolescent  health  study.  Aside  from  the  financial  infeasibility  of  funding  research 
centers  of  excellence,  a  whole  host  of  rehabilitation  research  applications  will  not  be  able  to  be 
funded  with  the  current  FY  1995  budget. 

The  initial  NIH  discussions  concerning  the  creation  of  the  NCMRR  contemplated  a 
$30  million  budget  by  Fiscal  Year  1995.  Yet,  the  current  budget  represents  just  half  of  that 
figure.  Because  of  the  cost  effective  potential  of  medical  rehabilitation  research  and  the 
intense  interest  generated  throughout  the  country  concerning  these  research  topics,  we 
recommend  a  Fiscal  Year  1996  appropriation  for  the  National  Center  for  Medical 
Rehabilitation  Research  of  $25  million,  an  increase  of  $10  million  over  FY  1995  levels.  In 
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addition,  because  applied  rehabilitation  research  has  the  potential  to  quickly  yield  tangible 
improvements  in  rehabilitation  treatments  for  people  with  physical  disabilities,  and  small 
businesses  are  often  the  laboratories  for  this  type  of  research,  we  recommend  the  commitment  of 
a  disproportionate  share  of  NIH's  set-aside  SBIR  funds  to  support  NCMRR  research. 

National  Institute  on  Disability  and  Rehabilitation  Research  (NIDRR) 

The  National  Institute  on  Disability  and  Rehabilitation  Research  focuses  on  research  to 
improve  the  delivery  of  the  broad  range  of  rehabilitation  services  including  vocational 
rehabilitation  and  independent  living.  NIDRR's  budget  for  1995  is  $70  million.  This  is 
approximately  3%  higher  than  the  1994  budget.  However,  the  entire  increase  in  1995  was 
earmarked  for  the  model  spinal  injury  program.  The  National  Institute  on  Disability  and 
Rehabilitation  Research  budget  since  1993  has  increased  only  $3  million  or  less  than  5%  over  3 
years  if  a  flat  budget  were  adopted  for  1996. 

The  Rehabilitation  Research  and  Training  Center  program  has  been  flat  funded  since  1993 
at  $25  million.  The  number  of  centers  has  increased  from  44  to  48  in  that  period.  In  addition,  in 
1992,  the  Congress  enacted  major  amendments  to  the  Rehabilitation  Act  of  1973  which  expanded 
the  functions  of  Rehabilitation  Research  and  Training  Centers.  Those  amendments,  which  were 
bipartisan,  as  has  been  the  case  of  the  rehabilitation  program  since  its  creation,  establish  these 
centers  as  national  and  regional  resources  to  provide  information  and  assistance  to  consumers  and 
service  providers.  In  particular,  the  amendments  added  a  technical  assistance  component  to  the 
research  and  training  functions.  The  amendments  also  reflected  a  commitment  to  stable  support 
for  research  and  training  centers  over  a  five-year  period  and  to  annual  growth,  such  as  the 
National  Institutes  of  Health's  centers  receive,  in  order  to  have  an  ability  to  consistently  provide 
service  at  the  same  levels  as  in  prior  years. 

We  would  urge  that  the  research  and  training  center  program,  which  has  been  at 
the  same  funding  level  for  three  years,  be  increased  by  at  least  $5  million. 

We  would  like  to  stress  the  importance  of  the  National  Institute  on  Disability  and 
Rehabilitation  Research  and  its  research  and  training  programs  to  improve  rehabilitation  services. 
NIDRR  currently  provides  this  national  leadership.  Rehabilitation  services  are  comprehensive  and 
include  job  training  and  placement,  medical  care  and  technology,  and  psychological  and  social 
services.  Research  on  service  delivery  in  all  of  these  areas  and  on  their  integration  is  imperative  to 
meeting  the  needs  of  people  with  disabilities. 

We  need  to  have  national  leadership  in  areas  such  as  research,  demonstrations  and 
professional  training  regarding  vocational  rehabilitation  services  and  independent  living  services. 
There  has  been  much  discussion  recently  regarding  the  consolidation  of  the  Rehabilitation  Act 
programs  with  manpower  training  programs  generally.  While  the  state-federal  vocational 
rehabilitation  program  has  job  placement  as  its  goal,  like  manpower  programs,  it  requires  the 
application  of  very  specialized  counseling,  technology,  and  social  and  health  services.  It  also 
focuses  on  a  very  special  population  with  special  needs  and  very  high  unemployment.  There  is  a 
need  for  national  leadership  focused  specially  on  this  population  and  a  need  for  a  national 
research,  demonstration  and  training  effort.  We  believe  the  existing  program,  75-years-old,  has 
been  effective  and  should  not  be  "fixed"  if  not  in  need  of  repair. 

STATEMENT  OF  KENNETH  W.  VISTE,  JR.,  M.D.,  PRESIDENT-ELECT  THE 
AMERICAN  ACADEMY  OF  NEUROLOGY 

Mr.  Chairman: 

I  am  Kenneth  Viste  of  Oshkosh,  Wisconsin,  President-Elect  of  the  American  Academy 
of  Neurology  and  Chair  of  the  Legislative  Council  of  the  American  Medical  Association.  I  am 
also  a  former  President  of  the  Wisconsin  Medical  Society.  I  am  testifying  today  on  behalf  of 


421 


the  American  Academy  of  Neurology  which  is  a  professional  society  of  some  13,000 
physicians  and  neuroscientists  who  deal  with  neurological  disorders.  The  members  of  the 
Academy  include  clinicians,  academic  physicians,  and  researchers. 

I  am  testifying  today  on  the  NIH  budget  and  in  support  of  an  initiative  in  brain 
research.  Many  Americans  suffer  from  a  disease  or  condition  related  to  the  brain  such  as 
stroke,  Alzheimer's  disease,  other  dementias,  epilepsy,  multiple  sclerosis,  cerebral  palsy, 
Parkinson's  disease,  and  traumatic  brain  injury.  These  conditions  are  chronic  and  often  result 
in  disability.  The  costs  of  medical  care,  long-term  care,  lost  wages,  and  lost  productivity  are 
staggering.  Investment  in  research  which  can  result  in  either  prevention  or  treatment  for  these 
conditions  is  one  effective  method  of  containing  the  costs  of  medical  care  and  of  public 
programs  which  provide  income  support  and  other  assistance  to  individuals  with  diseases  or 
disorders  related  to  the  brain. 

We  realize  that  the  public  desires  to  see  the  deficit  reduced  substantially  and  that  this 
may  mean  reductions  in  spending.  This  Subcommittee  has  always  been  a  strong  bipartisan 
advocate  for  the  NIH  programs  and  they  have  continued  to  grow  at  modest  rates.  We 
recognize  your  role  in  particular  Mr.  Chairman.  Some  special  initiatives  have  grown  at 
substantial  rates  even  in  the  recent  years  of  tight  budgets;  for  example,  AIDS  research,  breast 
cancer  research,  and  the  women's  health  initiative.  We  believe  that  brain  research  is  deserving 
of  special  initiative  status  as  well  and  for  a  number  of  reasons.  First,  as  I  have  noted,  diseases 
and  disorders  of  the  brain  affect  great  numbers  of  people  and  have  a  dramatic  human  and 
economic  cost.  Second,  and  perhaps  most  compelling,  the  science  of  the  brain  has  brought  us 
to  the  point  in  recent  years  where  major  breakthroughs  are  possible  and  some  are  already 
occurring.  Thus,  an  infusion  of  funds  for  brain  research  could  have  a  very  high  yield  in  terms 
of  improved  patient  care  and  reduced  costs. 

Let  me  describe  just  a  few  of  these  developments  and  of  the  opportunities  available  in 
the  area  of  brain  research.  These  developments  and  opportunities  are  in  programs  of  the 
National  Institute  of  Neurological  Disorders  and  Stroke  which  is  the  lead  agency  in  basic  brain 
research.  Other  developments  and  opportunities  are  present  in  the  National  Institute  of  Mental 
Health  and  the  National  Institute  on  Aging. 

Stroke 

First,  in  the  area  of  stroke,  two  recent  clinical  studies  have  demonstrated  methods  to 
prevent  stroke.  The  carotid  endarterectomy  study  has  demonstrated  that  the  risk  of  carotid 
stroke  can  be  reduced  substantially  by  use  of  the  surgical  intervention  referred  to  as  a  carotid 
endarterectomy.  The  procedure  was  effective  both  in  patients  who  had  recent  TLAs  or  mild 
strokes  and  those  who  had  no  symptoms  of  carotid  stroke.  A  second  study  has  shown  that 
active  treatment  with  aspirin  or  warfarin,  the  latter  a  more  toxic  and  costly  drug  than  aspirin, 
lowers  the  risk  in  patients  with  atrial  fibrillation,  a  heart  condition  associated  with  stroke,  by 
up  to  80%.  These  two  studies,  if  applied  more  generally  to  the  medical  care  of  Americans  can 
reduce  medical  and  disability  costs  associated  with  stroke  enormously.  Research  is  underway 
regarding  estrogen  and  stroke  among  women. 

Spinal  Cord  Injury 

Second,  the  use  of  the  drug  methylprednisolone  (MP)  at  the  time  of  initial  surgical 
intervention  with  recent  spinal  cord  injured  individuals  has  substantially  enhanced  the 
likelihood  of  dramatic  improvement  in  function  if  rehabilitation  begins  soon.  An  example  of 
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the  application  of  this  research  was  in  the  treatment  of  New  York  Jets  Lineman  Dennis  Byrd. 

Third,  recent  research  regarding  prevention  of  brain  hemorrhaging  in  low  birth  weight 
children  has  shown  the  effectiveness  of  the  use  of  medication  (indomethacin)  in  treating  such 
patients. 

Neurodegenerative  Diseases 

As  noted  in  last  years'  hearings,  we  have  identified  the  gene  associated  with  ALS  and 
Huntington's  disease.  These  findings  enable  us  to  move  ahead  with  research  regarding  gene 
therapy  to  treat  these  diseases.  Just  recently  on  January  26,  the  Washington  Post  carried  a 
major  article  entitled  "Brain  Chemicals  Offer  Hope  For  Treating  Nerve  Disorders."  This 
article  reports  on  a  number  of  major  studies  dealing  with  the  use  of  a  naturally  occurring  brain 
chemical  to  regenerate  brain  cells  including  motor  neurons  and  to  improve  brain  function. 
These  studies  are  in  animals  but  show  promise  for  the  development  of  treatment  of  Parkinson's 
disease  and  other  disorders  of  the  brain  involving  motor  function.  Expanding  basic  science  in 
this  area  is  of  major  significance  and  another  of  the  current  opportunities  in  brain  research. 

Alzheimer's  Disease 

Expansion  of  basic  research  regarding  degenerative  disorders  of  the  brain  such  as 
Alzheimer's  and  dementia  and  the  factors  causing  nerve  cell  death  which  affects  those 
conditions  is  also  a  major,  current  opportunity.  Substantial  advances  in  molecular  genetics  and 
neurochemistry  have  provided  the  basis  for  focused  research  regarding  the  brain  cells  and 
treating  these  conditions. 

Head  Injury 

There  is  great  opportunity  now  to  develop  interventions  to  prevent  secondary  damage, 
after  initial  brain  injury.  Disability  often  results  from  this  secondary  damage  which  is  vascular 
and  involves  interruption  of  blood  supply  to  nerve  tissue.  The  use  of  anti-oxidant  drugs  can 
reduce  the  problem  of  lack  of  blood  supply  and  reduce  disability.  These  developments  can 
produce  improved  care  and  reduce  the  costs  of  long-term  disability.  Research  regarding 
regeneration  of  nerve  cells  in  both  the  spinal  cord  and  brain  is  underway  and  promising. 

Muscular  Dystrophy 

NINDS  is  now  poised  to  develop  clinical  studies  in  gene  therapy  for  Duchenes 
muscular  dystrophy  and  Battens  disease.  The  latter  is  a  joint  project  with  the  National  Institute 
of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK). 

Multiple  Sclerosis 

Because  of  basic  and  clinical  research,  there  are  now  treatment  methods  available  to 
slow  the  progression  of  multiple  sclerosis.  Betaseron  is  an  example  of  a  drug  currently 
available  which  is  effective  in  treating  multiple  sclerosis.  NINDS  is  currently  supporting 
research  on  forms  of  interferon  which  may  have  similar  positive  effects.  Also,  NINDS 
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supported  researchers  have,  over  the  past  four  years,  used  MRI  (magnetic  resonance  imaging) 
studies  to  develop  extensive  information  on  the  natural  history  of  MS  which,  in  turn,  enhances 
our  capacity  to  develop  treatment. 

Epilepsy 

In  the  field  of  epilepsy,  there  are  important  opportunities  regarding  diagnostic 
techniques  improving  our  ability  to  determine  the  existence  of  epilepsy  at  the  earliest  stages. 
Most  important,  however,  may  be  basic  research  regarding  the  genetic  basis  for  epilepsy. 

Recently,  the  National  Institute  on  Neurological  Disorders  and  Stroke  has  announced 
results  of  research,  referred  to  by  experts  as  one  of  the  major  research  breakthroughs  of  recent 
years,  regarding  effective  treatment  to  prevent  brain  hemorrhages  in  low  birth  weight  infants. 
Expanded  research  in  this  area  holds  great  potential  for  the  prevention  of  costly  disability  for 
the  very  young. 

Conclusion;  Brain  Research  Initiative 

As  a  practitioner  of  medical  care  for  individuals  with  neurologic  diseases  for  many 
years,  I  can  personally  attest  to  the  importance  of  recent  developments  in  brain  research. 
There  are  now  treatment  options  available,  or  likely  to  be  available,  for  individuals  with  these 
terribly  disabling  disorders  such  as  epilepsy,  stroke,  multiple  sclerosis,  muscular  dystrophy, 
spinal  injury,  head  injury  and  others.  These  clinical  tools  result  from  your  efforts  in 
supporting  basic  research  at  the  National  Institutes  of  Health.  Basic  research  in  the 
neurosciences  has  produced  the  knowledge  which  resulted  in  the  shaping  of  these  tools. 
Clinical  research  has  shaped  the  tools,  and  it  is  critically  important  as  well.  Without  it, 
practitioners  and  patients  will  not  obtain  the  benefit  of  improved  methods  of  diagnosing  and 
treating  patients. 

The  Initiative 

Mr.  Chairman,  in  order  to  capitalize  on  the  developments  in  brain  research  at  NINDS, 
we  recommend  a  10%  increase  in  the  NINDS  budget,  largely  devoted  to  brain  research.  This 
increase  would  enable  the  Institute  to  raise  the  number  of  ROl  grants  to  the  1995  level  and 
increase  the  success  rate  in  ROl  grants  to  25%.  It  would  also  keep  all  grants  at  levels  which 
accommodate  biomedical  inflation  and  keep  the  number  of  trainees  at  the  1995  level. 
Furthermore,  it  would  enable  NINDS  to  expand  clinical  initiatives  in  brain  research  regarding 
stroke  and  head  injury  and  basic  research  regarding  degenerative  disorders  such  as  Parkinson's 
disease,  multiple  sclerosis,  Alzheimer's  and  Huntington's  disease. 

We  would  also  recommend  as  part  of  this  initiative  a  similar  rate  of  increase  for 
brain-related  research  at  the  National  Institute  on  Aging,  focused  particularly  on  Alzheimer's 
disease,  and  the  National  Institute  on  Mental  Health. 

Thank  you  for  allowing  me  to  testify.  I  am  available  to  answer  your  questions. 
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STATEMENT  OF  EDWARD  L.  SNYDER,  M.D.,  VICE-PRESIDENT, 
AMERICAN  ASSOCIATION  OF  BLOOD  BANKS 

My  name  is  Edward  L.  Snyder,  MD.  I  am  a  professor  of  Laboratory  Medicine  at  Yale 
University  School  of  Medicine  and  Director  of  the  Blood  Bank  at  Yale-New  Haven  Hospital 
in  New  Haven.  Connecticut.  I  offer  this  statement  as  Vice-President  of  the  American 
Association  of  Blood  Banks  (AABB)  in  support  of  the  Transfusion  Medicine  research 
activities  of  the  National  Institutes  of  Health  (NIH)  and  the  National  Heart.  Lung,  and  Blood 
Institute  (NHLBI).  The  AABB  appreciates  the  generous  support  that  transfusion  medicine 
researchers  have  received  from  the  NIH  via  the  Congressional  appropriations  process.  This 
statement  briefly  discusses  the  current  state  of  transfusion  medicine  research  and  signals  areas 
that  our  Association  believes  merit  continued  research  support. 

The  American  Association  of  Blood  Banks  is  the  professional  society  for  45  American  Red 
Cross  Service  Regions.  177  community  and  regional  blood  centers,  almost  2.300  hospital- 
based  transfusion  facilities,  and  almost  9.400  individuals  engaged  in  Blood-Banking  and 
Transfusion  Medicine.  Our  member  facilities  are  responsible  for  collecting  virtually  the  entire 
nation's  blood  supply  and  for  transfusing  more  than  80  percent  of  the  blood  used  for  patient 
care  in  the  United  States.  Through  the  National  Blood  Foundation,  our  Association  supports 
small  transfusion  medicine  research  projects:  our  individual  membership  includes  many 
physicians  and  scientists  engaged  in  research  supported  by  awards  from  the  NIH.  Throughout 
its  48-year  history,  the  AABB  has  been  dedicated  to  maintaining  a  safe  and  adequate  blood 
supply  for  the  American  people.  This  statement  on  Transfusion  Medicine  research  is  also 
supported  by  the  Council  of  Community  Blood  Centers  and  the  American  Red  Cross. 

Scope  of  Transfusion  Medicine: 

Transfusion  medicine  is  a  multidisciplinary  medical  specialty  encompassing  both  clinical 
practice  and  basic  research  responsibilities.  Each  year  in  the  United  States,  over  20  million 
blood  components  are  transfused  to  patients.  Blood  transfusion  is  providing  fundamental 
support  for  many  different  surgical  and  medical  treatments.  Blood  is  needed  for  the  care  of 
patients  with  cancer,  for  accident  and  burn  victims,  for  newborn  babies  needing  intensive  care, 
for  transplant  patients,  for  millions  of  patients  who  undergo  surgery,  and  for  individuals  with 
heart,  lung,  liver  or  bowel  diseases.  A  ready  supply  of  safe  blood  is  vital  to  the  military. 
Future  advances  in  the  health  care  of  the  nation  will  depend  on  continued  progress  in  the 
provision  of  safe  and  effective  transfusion  services. 

Research  funding  needs  in  Transfusion  Medicine: 

With  this  Subcommittee's  encouragement,  the  NHLBI  has  supported  initiatives  in  transfusion 
medicine  that  have  improved  the  quality  of  the  American  blood  supply  and  supported  the 
research  needed  for  the  future.  To  further  improve  the  safety  and  efficacy  of  the  national 
blood  supply,  the  AABB  advocates  research  support  for  transfusion  medicine  initiatives  in  five 
areas:  stem  cells,  blood  platelets,  immune  effects  of  transfusion,  blood  sterilization,  and  blood 
donor  motivation. 

Stem  Cells: 

Blood  is  a  complex  living  liquid  tissue  composed  of  many  different  kinds  of  cells,  each  with 
specific  tasks  required  for  health.  For  example,  red  blood  cells  carry  oxygen,  blood  platelets 
stop  bleeding,  and  white  cells  fight  infection.  These  cells  must  be  continuously  manufactured 
by  the  body  at  an  enormous  rate.  For  example,  each  of  us  produces  about  three  million  red 
blood  cells  every  second  of  every  day.  Amazingly,  this  wide  variety  of  different  blood  cells 
is  produced  from  a  single  cell  type  called  the  stem  cell.  Although  the  existence  of  stem  cells 
inside  the  bone  marrow  has  been  appreciated  for  some  time,  only  recent  research  has  revealed 
that  considerable  quantities  of  stem  cells  circulate  in  our  blood  stream.  By  using  machines 
developed  for  transfusion  medicine  and  originally  designed  to  collect  blood  from  blood 
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donors,  we  are  able  to  collect  stem  cells  from  patients  about  to  undergo  chemotherapy. 
Sufficient  quantities  of  stem  cells  for  transplantation  can  be  collected  during  a  single  visit  to 
the  blood  donor  center.  This  procedure  eliminates  the  need  for  a  major  operation  under 
general  anesthesia  involving  literally  hundreds  of  needle  punctures  into  the  bone  marrow  to 
collect  blood  stem  cells.  This  approach  also  has  the  potential  of  improving  transplant  services 
to  minority  and  emerging  majority  populations. 

Research  on  the  presence  of  stem  cells  in  circulating  blood  also  revealed  the  unexpected 
finding  that  after  delivery  of  a  newborn  baby,  blood  remaining  in  the  placenta  and  its  attached 
umbilical  cord  is  very  rich  in  stem  cells.  Although  the  total  volume  of  blood  is  small  and  is 
normally  discarded  after  birth,  the  amount  of  stem  cells  is  great  enough  to  perform  bone 
marrow  transplantation  in  children  with  leukemia  and  other  diseases.  The  technique  takes 
advantage  of  previous  blood  research  that  developed  methods  to  store  blood  cells  in  the  frozen 
state  until  they  can  be  matched  to  the  recipient.  Because  of  their  ability  to  multiply  into 
many  different  types  of  blood  cells,  stem  cells  may  become  the  ultimate  vehicle  for  gene 
therapy. 

The  A  ABB  encourages  NHLBI  to  fund  a  cord  blood  network  to  facilitate  research  initiatives 
in  this  area.  The  network  would  consist  of  a  coordinating  center  with  two  to  four  collection 
centers  and  eight  to  ten  transplant  centers.  These  coordinating  activities  would  enable  a  rapid 
exploration  of  the  clinical  utility  of  unrelated  cord  blood  stem  cell  transplantation  for  adults  as 
well  as  for  children  with  various  blood  diseases.  The  AABB  is  pleased  that  NHLBI  has 
recently  released  a  Request  for  Applications  to  fund  research  in  this  area.  The  AABB 
encourages  Congress  to  provide  new  funding  for  blood  stem  cell  research. 

Platelet  storage  and  contamination: 

New  technological  innovations  promise  breakthroughs  in  platelet  research  that  will  greatly 
improve  the  quality  of  this  blood  resource.  Blood  platelets  are  needed  to  stop  bleeding  during 
surgery  and  to  prevent  bleeding  in  patients  with  platelet  deficiencies.  Platelets  are  used  to 
treat  cancer,  organ  transplant,  and  trauma  patients.  Last  year,  over  seven  million  units  of 
platelets  were  transfused  in  the  United  States.  Transfusions  of  blood  platelets  are  increasing 
at  a  faster  rate  than  any  other  blood  component.  However,  because  of  the  nature  of  this  blood 
cell,  platelets  can  only  be  stored  for  five  days.  Not  only  do  platelets  rapidly  lose  their 
biological  activity  during  storage,  but  they  are  stored  at  temperatures  that  facilitate  the 
proliferation  of  bacteria,  with  potentially  catastrophic  effect. 

Because  platelets  are  in  such  demand  and  because  they  have  such  a  short  period  of  acceptable 
storage,  national  shortages  in  the  supply  of  platelets  occur  regularly.  This  can  result  in 
postponement  of  elective  surgery  or  inadequate  quantities  of  platelets  being  available  to  treat 
patients.  For  these  reasons,  the  AABB  endorses  the  NHLBFs  plan  to  fund  research  in  platelet 
therapy.  This  research  should  focus  on  the  basic  biochemistry  and  energy  requirements  of 
platelets  during  storage,  on  the  cellular  mechanism  responsible  for  platelet  activation  and 
damage  during  storage,  and  on  the  immunology  of  matching  between  platelet  donor  and 
recipient.  In  addition,  we  need  clinical  research  on  the  optimum  use  of  platelets  so  that 
limited  supplies  are  used  to  their  best  advantage. 

Immune  modulation  resulting  from  transfusion: 

The  transfusion  of  blood  requires  that  the  recipient  accept  and  tolerate  the  infusion  of  living 
cells  from  the  blood  donor.  In  this  way,  blood  transfusion  represents  a  limited  but  most 
widely  practiced  form  of  transplantation.  We  now  know  that  transfusion  may  alter  the 
immune  system,  potentially  affecting  large  numbers  of  transfusion  recipients.  Preliminary 
research  suggests  that  when  standard  blood  components  are  modified  in  certain  ways,  such  as 
by  exposure  to  gamma  irradiation  or  by  removal  of  donor  leukocytes  or  donor  plasma,  the 
immune  altering  effect  of  transfusion  may  disappear.  However,  there  is  insufficient  scientific 
research  to  justify  a  widespread  change  in  transfusion  practice.  Therefore,  the  AABB  urges 
the  Subcommittee  to  support  research  into  the  mechanisms  and  prevention  of  immune 
modulation  by  blood  transfusion. 
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Blood  sterilization: 

Although  the  selection  of  doctors  who  are  at  low  risk  for  disease  transmission  and  the  use  of 
an  extensive  battery  of  tests  to  eliminate  infectious  donors  has  made  the  U.S.  blood  supply 
safer  than  ever,  the  AABB  and  all  recipients  of  blood  want  research  to  investigate  further 
improvements  that  will  prevent  transfusion-transmitted  diseases.  A  very  promising  line  of 
commercial  and  academic  research  involves  the  development  of  chemicals  to  sterilize  blood. 
Such  chemicals  need  to  be  nontoxic  to  both  the  donor  blood  cells  in  storage  and  to  the 
transfusion  recipient. 

This  strategy  of  protection  has  the  added  advantage  of  preventing  the  spread  of  viruses  and 
bacteria  that  could  be  introduced  into  the  U.S.  blood  donor  population  as  a  result  of 
worldwide  travel  and  changing  demographics.  Research  is  needed  to  develop  and  implement 
a  low-cost  nontoxic  process  of  blood  sterilization.  The  AABB  therefore  recommends  funding 
blood  sterilization  initiatives. 

Donor  motivation: 

Despite  little  growth  in  the  demand  for  blood  components,  shortages  are  becoming  chronic 
nationwide.  A  shrinking  eligible  donor  base  due  to  more  stringent  screening  criteria,  as  well 
as  an  increasing  reluctance  on  the  part  of  the  public  to  give  blood  for  a  variety  of  reasons  are 
believed  the  major  factors  behind  this  change.  Implementation  of  sophisticated  marketing 
techniques  (such  as  telerecruiting.  market  segmentation  and  professional  advertising)  have 
helped  stem,  but  have  not  reversed,  the  trend  toward  increasing  blood  shortages. 
Interestingly,  the  US  is  not  unique  in  this  trend,  as  European  countries  now  report  the  same 
difficulties  in  maintaining  blood  supplies. 

High-level  behavioral  research  is  desperately  needed  to  develop  techniques  and  strategies  to 
ensure  that  chronic  shortages  do  not  result  in  increased  morbidity  or  mortality  for  patients 
whose  therapy  requires  blood  transfusion.  The  research  would  focus  on  recruiting  safe  donors 
through  a  study  of  the  benefit  of  incentives,  such  as  waiving  replacement  fees,  versus  a 
reliance  on  community  and  social  responsibility.  The  NHLBI  should  assign  this  initiative  a 
high  priority. 

Non-governmental  sources  of  funding  in  Transfusion  Medicine: 

Although  many  private  foundations  generously  support  medical  research,  they  are  generally 
organized  with  a  focus  towards  a  specific  disease.  As  such,  research  in  blood  transfusion 
often  does  not  qualify  for  this  funding.  To  begin  to  address  this  deficiency,  the  AABB  has 
established,  with  the  contributions  of  corporations  and  private  citizens,  the  National  Blood 
Foundation-  a  nongovernmental  source  of  funding  for  research  in  Transfusion  Medicine. 

However,  the  foundation  is  just  beginning,  and  in  1994  a  total  of  only  $268,000  could  be 
awarded  to  nine  researchers.  The  dramatic  contrast  in  resources  between  this  Foundation  and 
NHLBI  underscores  our  current  dependence  on  this  Subcommittee  to  support  research  that 
will  benefit  recipients  of  blood  transfusions  throughout  the  nation. 

The  AABB  is  aware  of  the  many  demands  on  the  disc  ret  ionary  funds  in  the  federal  budget. 
However,  we  view  medical  research  funding  as  an  investment  in  America's  future 
competitiveness.  Consistent  with  the  Ad  Hoc  Group  for  Medical  Research  Funding,  the 
AABB  therefore  endorses  a  ten  percent  increase  in  NIH  funding  for  fiscal  year  1996.  Since 
the  diseases  investigated  by  researchers  funded  by  the  NHLBI  account  for  fifty  percent  of 
American  deaths,  funding  for  the  NHLBI  should  be  increased  by  a  percentage  at  least  as  great 
as  that  allocated  to  the  other  NIH  institutes. 

On  behalf  of  the  many  scientists  devoted  to  improved  blood  transfusion  practice,  the 
thousands  of  health  care  professionals  who  work  daily  to  deliver  blood  services,  and  the 
millions  of  American  transfusion  recipients,  I  thank  you  for  this  opportunity  to  discuss 
federal  support  for  research  in  Transfusion  Medicine. 
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STATEMENT  OF  AMERICAN  ASSOCIATION  FOR  CANCER  RESEARCH, 

INC. 

The  American  Association  for  Cancer  Research  (AACR)  appreciates  the  opportunity  to 
submit  testimony  in  support  of  the  National  Institutes  of  Health  and  the  National  Cancer 
Institute.  AACR  is  a  professional  society  consisting  of  10,200  members  who  conduct  research 
to  advance  our  knowledge  of  cancer  through  laboratory  studies,  clinical  trials  and  translational 
research,  and  prevention  and  control  programs  in  research  facilities  and  universities  across  the 
country. 

AACR  urges  this  Committee  to  continue  its  long  tradition  of  supporting  biomedical 
research  and,  in  particular,  cancer  research.  We  request  that  Congress  support  the  following 
broad  concepts: 

(1)  Provide  support  for  cancer  research  which  will  enable  the  National  Cancer 
Institute  (NCI)  to  move  closer  to  parity  in  funding  with  the  National  Institutes  of 
Health  (NIH)  as  a  whole. 

(2)  Support  a  balanced  National  Cancer  Program,  including  a  strong  program  of 
basic,  untargeted  research. 

(3)  Increase  support  for  translational  research. 
Parity  in  Funding  for  Cancer  Research 

Cancer  statistics  are  alarming:  one  in  three  persons  in  this  country  will  be  diagnosed 
with  cancer  during  their  lifetimes.  That  means  85  million  Americans  alive  today  will  get  cancer 
in  their  lifetimes.  Total  direct  and  indirect  costs  of  cancer  exceed  $100  billion  annually. 

In  this  context,  it  is  of  great  concern  that  the  disparity  between  the  legislatively  mandated 
Bypass  Budget  and  the  actual  appropriation  to  the  NCI  is  $1.5  billion.  The  1996  Bypass  Budget 
recommends  almost  a  50%  increase  over  the  FY  1995  budget  for  the  NCI.  This  reflects  the 
level  of  funding  that  the  cancer  community  believes  it  could  effectively  and  efficiently  spend 
for  the  coming  fiscal  year  in  the  fight  against  cancer.  At  a  funding  level  which  is  half  the 
amount  necessary  to  take  advantage  of  the  tremendous  research  opportunities  which  exist,  the 
nation  is  certainly  constrained  in  its  ability  to  address  this  horrendous  epidemic. 

Even  more  striking  is  a  retrospective  analysis  of  funding  patterns  which  have  emerged 
over  the  past  15  years.  Federal  funding  for  cancer  research  has  increased  at  a  slower  rate  than 
for  the  NIH  as  a  whole.  Since  1980,  when  adjusted  for  inflation,  the  NIH  has  received  a  15% 
increase  in  federal  funding  as  compared  with  a  1  %  increase  for  the  NCI. 

AACR  supports  a  long-term  goal  of  obtaining  parity  in  funding  increases  for  the  NCI  and 
the  rest  of  the  NIH  research  programs.  At  current  levels,  this  would  require  a  14%  increase  for 
the  NCI.  We  realize  that  this  cannot  be  corrected  overnight,  particularly  in  light  of  the 
tremendous  fiscal  constraints  we  are  currently  facing.  Therefore  we  recommend  a  10%  increase 
in  funding  for  the  NCI  in  FY  1996.  A  10%  increase  would  be  a  significant  step  towards 
achieving  parity  with  the  rest  of  NIH  and  a  recognition  of  the  tight  fiscal  constraints  under  which 
the  Committee  operates. 

The  President  has  recommended  a  3.9%  increase  for  NCI  in  his  1996  Budget  Request, 
compared  to  a  4. 1  %  increase  for  all  of  NIH.  Further,  the  Administration's  budget  projections 
for  NIH  between  1996  and  the  year  2000  assume  a  9.3%  decrease,  a  reduction  of  approximately 
$1  billion. 

There  has  never  been  such  an  exciting  time  in  scientific  exploration  as  it  relates  to 
cancer.  In  fact,  the  past  investment  in  basic  and  clinical  cancer  research  has  set  us  on  a  course 
that  was  not  even  imaginable  two  decades  ago.  For  example: 
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*  Twenty  years  ago  researchers,  including  Dr.  Harold  Varmus,  demonstrated  that 
oncogenes-genes  that  cause  tumors  to  grow-are  present  in  norma!  cells.  Since  then, 
dozens  of  oncogenes  have  been  identified  and  studied. 

*  Researchers  are  learning  more  about  when  good  cells  go  bad.  We  know  now  that  some 
tumor  suppressor  genes  contribute  to  cancer.  Important  investigations  have  resulted  in 
the  cloning  of  the  BRCAl  breast  cancer  susceptibility  gene  and  the  recent  discovery  that 
a  series  of  genes  is  responsible  for  most  cases  of  hereditary  colon  cancer.  These 
breakthroughs  will  make  it  possible  to  screen  individuals  from  families  with  a  high 
cancer  incidence. 

*  Researchers  have  discovered  that  the  mutation  of  the  protein  p53  is  involved  in  as  many 
as  50%  of  all  cancers.  This  information  is  vitally  important  as  we  move  forward  in 
developing  early  detection  techniques  for  cancer. 

*  Improvements  in  technology  and  the  exponential  growth  in  cell  and  molecular  biology, 
made  possible  in  part  through  the  National  Cancer  Program,  have  resulted  in  enhanced 
capability  of  detecting  and  diagnosing  cancer  at  an  earlier  stage. 

*  Researchers  are  applying  the  knowledge  gained  from  bone  marrow  transplantation  to  the 
treatment  of  solid  cancers,  including  some  cases  of  breast  cancer. 

*  The  overall  survival  rate  from  all  forms  of  cancer  has  increased  from  39%  to  52% 
during  the  last  two  decades,  and  our  successes  in  some  cancers  are  truly  remarkable. 
For  example,  Hodgkin's  disease,  once  one  of  our  most  feared  forms  of  cancer,  today  is 
one  of  the  most  successfully  treated  cancers.  Testicular  cancer  is  the  most  common 
malignancy  in  15-to-35-years-old  males,  yet  more  than  90%  of  testicular  cancer  patients 
can  now  be  cured. 

*  Many  of  these  advances  have  resulted  in  significant  economic  benefits  as  well.  An 
investment  of  $72  million  in  testicular  cancer  research  over  a  17-year  period  saves 
between  $134  to  $179  million  annually. 

Balanced  Cancer  Program  and  Umargeted  Research 

The  AACR  supports  a  balanced  National  Cancer  Program  that  encompasses  all  aspects 
of  cancer  research,  including  basic  research,  applied  and  translation^  research,  prevention  and 
control  programs,  and  the  cancer  centers  program.  As  former  NCI  Director  Samuel  Broder  said 
in  a  presentation  to  the  National  Cancer  Advisory  Board  earlier  this  year,  "There  is  a  vital  need 
for  each  part  of  the  program  and  for  a  certain  symmetry." 

We  also  support  high-priority,  site-specific  research  in  areas  such  as  breast,  ovary,  and 
prostate  cancer;  however,  in  this  connection,  we  urge  that  any  directive  to  increase  funding  for 
research  on  specific  initiatives  be  accompanied  by  new  funds.  These  directives  must  not  be 
funded  at  the  expense  of  other  high-priority  cancer  research  initiatives. 

Last  year.  Congress  urged  the  support  of  a  balanced  cancer  research  program.  The 
AACR  again  recommends  that  you  support  a  balanced  program  in  1996,  one  which  is  based  on 
peer  review  of  the  best  opportunities  for  progress.  Such  a  balanced  program,  without 
earmarking,  is  the  best  hope  we  have  that  research  will  continue  to  be  our  most  effective  weapon 
in  the  battle  against  cancer. 

If  research  is  targeted  by  Congress  and  new  funds  are  not  provided  to  support  those 
mandates,  then  progress  would  be  seriously  delayed  in  vital  areas  of  basic  research,  translational 
research,  prevention  and  control,  early  detection,  and  the  therapeutic  management  of  cancer. 
Similarly,  research  progress  would  be  delayed  if  there  are  sudden  shifts  in  priority  from  one  area 
to  another.  A  steady,  predictable  source  of  support  is  our  best  course,  so  that  we  can  build  one 
advance  upon  another.  Research  progress  should  dictate  the  course  of  our  future  efforts. 
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Support  for  Research  Project  Grants 

A  balanced  cancer  program  provides  some  of  the  most  promising  opportunities  through 
Research  Project  Grants  (RPGs)  and,  specifically,  unsolicited  investigator-initiated  awards 
(ROls).  Investigator-initiated  programs  are  at  the  core  of  our  basic  research  efforts.  The 
tremendous  knowledge  that  we  have  gained  in  molecular  and  cellular  biology,  as  well  as  the 
development  of  the  renowned  U.S.  biotechnology  industry,  has  occurred  in  large  part  as  a  result 
of  NCI's  investment  in  untargeted  basic  research.  Further,  many  of  our  most  outstanding 
achievements  in  cancer  research  have  been  the  result  of  basic  research,  the  result  in  which  the 
outcome  was  unexpected.  This  research  is  a  key  to  expanding  our  progress  in  the  fight  against 
cancer.  As  the  authors  of  the  September  1994  report  Cancer  at  a  Crossroads:  A  Report  to 
Congress  for  the  Nation  wrote: 

The  creativity  of  individual  investigators  is  the  driving  force  behind  advances  in  cancer 
research  and  the  major  source  of  progress  and  productivity.  Creativity  cannot  be 
mandated;  rather,  it  must  be  fostered  by  providing  a  supportive  environment  that 
maximizes  the  possibility  of  its  occurrence.  (Page  32) 

Regrettably,  support  for  these  mechanisms  has  declined  drastically  in  the  last  two 
decades.  For  example,  the  NCI  success  rate  for  RPGs  (proposals  received  versus  proposals 
funded)  dropped  from  40.1%  in  1971  to  only  24.6%  in  1993.  The  success  rate  for  ROls  in 
1993  was  a  dismal  14%.  Thus,  more  than  eight  out  of  every  ten  proposals-research  that  might 
hold  the  key  to  preventing  or  curing  cancer- were  not  funded. 

Translations  Research 

Progress  in  prevention  against  cancer  starts  with  an  understanding  of  how  normal  cells 
become  cancerous  cells  (basic  research).  However,  the  knowledge  gained  from  breakthroughs 
in  basic  research  will  not  serve  us  unless  we  do  more  to  move  research  from  the  "bench  to  the 
bedside."  Translational  research  "translates"  basic  research  findings  into  technologies  that  can 
be  used  in  the  clinic.  Effective  translational  research  requires  broad  skills  and  resources. 
Unfortunately,  the  current  funding  levels  for  the  NCI  and  the  NIH  are  insufficient  to  meet  the 
need  for  translational  research  to  speed  the  application  of  laboratory  advances  to  clinical 
practice. 

On  a  related  note,  the  AACR  is  very  concerned  about  the  findings  of  the  recent  Institute 
of  Medicine  panel  which  examined  the  status  of  careers  in  clinical  research.  The  study  found 
that  the  present  level  of  training  and  support  for  professionals  in  clinical  research  is  fragmented, 
and 'that  a  number  of  factors  make  a  career  in  clinical  research  unattractive  for  health  profession 
students.  Not  the  least  of  these  factors  is  the  unstable  environment  for  clinical  research  funding, 
since  clinical  research  is  inherently  more  costly  than  much  basic  research.  Other  factors  include 
high  educational  debt,  the  long  period  of  clinical  training  that  is  required,  and  multiple  demands 
on  trainees. 

By  providing  additional  resources  that  can  be  applied  to  clinical  and  translational 
research,  Congress  will  enable  the  NCI  to  put  our  research  advances  into  practice,  preventing 
many  cases  of  cancer  and  improving  the  health  of  those  who  have  cancer.  In  addition  to 
improving  the  quality  of  life  for  these  persons,  the  nation's  health  care  costs  will  be  reduced. 


Equal  Access  to  Cancer  Care 

Sadly,  the  benefits  of  decades  of  cancer  research  are  not  equally  available  to  Americans 
in  every  walk  of  life.  Approximately  38  million  Americans  are  uninsured,  and  more  than  80 
million  others  have  insurance  that  is  inadequate  to  cover  a  catastrophic  illness  such  as  cancer. 
Minorities,  the  poor,  and  the  elderly  often  do  not  have  access  to  the  same  preventive  services 
and  treatments.  For  example,  the  indigent  and  rural  residents  do  not  have  proper  access  to 
simple  and  effective  cancer  screening  procedures  such  as  Pap  smears  and  mammograms.  Others 
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do  not  have  appropriate  knowledge  of*  or  access  to  sound  nutrition  information.  A  recent  report 
of  the  National  Center  for  Health  Statistics  and  the  NIH  found  that  while  the  death  rate  from 
breast  cancer  has  declined  by  5.5%  between  1989  and  1992  for  white  women,  mortality  actually 
rose  by  2.6%  for  black  women  for  the  same  time  period.  This  finding  is  an  indication  that  the 
successes  of  our  cancer  research  are  not  equally  accessible  and  that  we  must  develop  improved 
methods  of  reaching  these  special  populations. 

The  elderly  have  the  highest  cancer  incidence  and  mortality  rates.  However,  Medicare 
does  not  cover  many  cancer  prevention  and  screening  services.  We  know  that  early  detection 
of  cancer  results  in  improved  outcomes  and  lower  costs  of  treatment,  and  yet  our  reimbursement 
policies  do  not  reflect  the  knowledge  that  has  been  gained  through  research. 

The  AACR  urges  Congress  to  bear  in  mind  the  role  of  the  NCI's  cancer  prevention  and 
control  programs  in  developing  methods  to  break  these  patterns  of  unequal  access  and  delivering 
state-of-the-art  cancer  information  and  treatment  to  underserved  populations. 

Medical  Research  Fund 

Lastly,  the  AACR  supports  the  concept  of  a  medical  research  fund,  such  as  that  proposed 
last  year  by  Senators  Harkin  and  Hatfield  and  Congressmen  Coyne,  Richardson,  and  Upton. 
There  is  public  support  for  increased  biomedical  research,  but  the  current  federal  funding  for 
domestic  programs  is  forcing  critically  important  research  to  compete  for  a  limited  amount  of 
dollars.  With  the  dismal  federal  budget  situation  before  us  now  and  in  the  foreseeable  future, 
we  believe  a  separate,  independent  funding  source  that  would  supplement  regular  appropriations 
is  the  only  way  to  capitalize  on  many  of  the  tremendous  research  opportunities  that  exist  today. 
We  are  optimistic  that  these  Congressional  leaders  will  reintroduce  some  form  of  their  proposal 
in  1995. 


Funding  Priorities 

In  summary,  strengthening  our  National  Cancer  Program  will  require  parity  in  funding 
for  the  NCI  as  compared  with  the  NIH.  Our  National  Cancer  Program  must  be  balanced  and 
not  set  off  course  by  specific  earmarks  which  divert  funds  from  one  type  of  cancer  research  to 
another.  Our  National  Cancer  Program  should  include  all  aspects  of  cancer  research  including 
basic  research,  clinical  and  translational  research,  and  prevention  and  control.  Further,  we  must 
develop  better  outreach  programs  to  traditionally  underserved  populations  to  ensure  that  the 
benefits  of  cancer  research  are  equally  accessible  to  all. 

Our  progress  in  cancer  research  over  the  last  several  years  has  brovight  us  to  the  brink 
of  discovery  in  many  key  areas.  It  is  an  exciting  time  in  cancer  research,  as  we  now  witness 
patients  realizing  the  benefits  of  the  understanding  of  cancer.  Yet  hundreds  of  thousands  of 
Americans  afflicted  with  cancer  need  us  to  continue  our  fight  against  this  devastating  disease. 

We  recognize  that  this  Committee  will  be  forced  to  make  difficult  decisions  about 
spending  priorities.  We  urge  you  to  remember  that  research  is  the  seed  corn  and  our  hope  for 
a  better  tomorrow.  Research  will  improve  the  quality  of  life  for  all  Americans.  Research  is  the 
basis  of  our  technological  preeminence  in  the  global  marketplace.  To  diminish  our  efforts  now 
will  result  in  this  Nation  losing  its  global  preeminence  in  the  21st  Century. 

Thank  you  for  your  consideration  of  our  requests. 
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STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  CRITICAL-CARE 

NURSES 

Thank  you  for  this  opportunity  to  present  written  testimony  on  behalf  of  the  American  Association 
of  Critical-Care  Nurses  (AACN).  AACN  has  78.000  members  nationwide  and  is  committed  to 
improving  our  health  care  delivery  system  to  focus  on  the  needs  of  patients. 

AACN  is  pleased  to  submit  written  testimony  in  support  of  funding  for  the  Agency  for  Health  Care 
Policy  and  Research  (AHCPR). 

►  Funding  to  the  Agency  for  Health  Care  Policy  Research  should  reflect  the  key  role 
it  plays  in  improving  our  health  care  delivery  system. 

►  The  Subcommittee  should  urge  AHCPR  to  do  more  patient-focused  research 
projects  and  AHCPR  should  partner  with  professionals  that  are  already  doing  the 
work. 

Funding  to  AHCPR  Should  Reflect  its  important  role  in  improving  health  care  delivery 
The  President's  fiscal  year  1996  budget  request  includes  a  19%  increase  for  the  Agency  For  Health 
Care  Policy  and  Research.  A  19%  increase  may  seem  large  in  the  context  of  efforts  to  reduce  the 
deficit.  However,  we  believe  that  it  accurately  reflects  the  important  role  that  AHCPR  has  in 
controlling  runaway  growth  in  the  Medicare  and  Medicaid  programs  and  improving  the  quality  and 
cost  effectiveness  of  our  health  care  delivery  system. 

Continued  funding  for  AHCPR  is  an  important,  yet  often  overlooked,  vehicle  to  bring  about  a 
better  and  more  effective  health  care  delivery  system.    The  Agency  for  Health  Care  Policy 

Research  is  working  to  develop  an  understanding  of  the  most  effective  ways  to  incorporate  our 
knowledge  of  disease  and  technology  into  practice.  AHCPR  is  helping  us  to  become  better  health 
care  providers. 

Since  it  was  established  in  1989.  AHCPR  has  funded  the  development  of  national  guidelines  to 
treat  strokes,  heart  attacks,  prostate  disease  and  acute  pain  management  that  are  now  used  in  health 
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care  facilities  across  the  United  States.  These  guidelines  help  to  focus  the  attention  of  nurses, 
doctors  and  other  health  care  professionals  on  achieving  cost-effective  and  quality  outcomes. 

Patient-Focused  Programs 

Not  only  does  AHCPR  do  important  work  in  outcomes  research,  guideline  development  and  health 
services  research,  but  many  research  projects  funded  by  the  AHCPR  are  gradually  helping  our 
communities  refocus  health  care  so  that  it  is  truly  driven  by  the  needs  of  patients  and  their  families. 

Let  me  give  you  an  example  of  one  way  in  which  AHCPR  will  make  a  difference  in  patient  care. 
Last  year  Congress  included  report  language  that  urged  AHCPR  to  help  implement  the  Patient  Self- 
Determination  Act  (PSDA)  that  was  passed  by  Congress  in  1991. 

The  Patient  Self-Determination  Act  requires  hospitals  and  nursing  homes  to  tell  people  admitted 
to  their  facility  about  their  options  in  completing  an  advanced  directive  or  living  will.  The  Act  is 
designed  to  help  health  care  providers  as  well  as  patients  and  their  families. 

Advanced  directives  and  living  wills  let  health  care  providers  know  what  patients  want  in  case  they 
should  become  incapacitated  and  unable  to  make  treatment  decisions  at  the  end  stage  of  disease. 
This  is  of  particular  interest  to  critical  care  nurses. 

Advance  directives  can  do  away  with  much  of  the  wasteful  emotional  cost  of  human  guilt  and 
suffering  that  comes  about  when  difficult  decisions  about  treatment  must  be  made  for  someone  else 
without  knowing  their  wishes. 

Our  health  care  system  has  developed  new  technologies  to  sustain  life,  we  reverse  diseases  that 
were  once  irreversible,  we  treat  illness,  but  we  do  not  always  heal.  As  a  critical  care  nurse,  I 
believe  we  need  to  be  more  sensitive  to  what  patients  want  and  to  channel  our  resources  into 
enhancing  patients'  lives.  Advanced  directives  are  a  way  to  do  that. 
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During  the  past  year,  we've  had  occasion  to  understand  the  importance  and  value  of  an  advanced 
directive.  We've  suffered  the  loss  of  several  great  leaders  with  the  passing  of  President  Richard 
Nixon  and  Jacqueline  Kennedy  Onassis.  Yet.  we  are  comforted  in  knowing  that  hecause  they  filled 
out  an  advanced  directive  that  they  defined  their  treatment  preferences:  they  designated  a  surrogate 
to  act  on  their  behalf  wheri  they  became  incapacitated:  and  they  were  able  to  live  and  die  with 
dignity. 

This  should  be  a  lesson  to  us  that  we  must  do  a  belter  job  to  encourage  individuals  to  think  about 
their  treatment  options  and  complete  an  advanced  directive. 

The  Patient  Self-Determination  Act  has  the  potential  of  making  patients  more  active  players  in 
deciding  which  health  care  treatments  they  want  and  which  they  don't.  Genuine  quality  and 
efficiency  in  health  care  comes  from  matching  a  person's  individual  choice  with  what  the  system 
has  to  offer.  Yet  today,  less  than  I  in  10  people  in  the  United  States  have  completed  advanced 
directives  or  living  wills. 

We  have  the  law  on  the  books  thai  has  |>otential  to  make  the  health  care  system  work  better  for 
its  patients,  but  it  remains  ineffective  due  to  poor  implementation.  By  conducting  a  pilot  project. 
AHCPR  will  understand  why  and  where  the  system  isn't  working  and  how  to  fix  it. 
Resides  being  effective  in  improving  patient  care,  studies  have  demonstrated  that  advanced 
directives  arc  a  powerful  cost  saving  tool. 

Funding  to  determine  the  most  effective  ways  to  implement  Ihe  Patient-Self  Determination  Act  must 

be  maintained. 

Recommendations 

Our  health  care  system  is  being  redefined  by  the  changing  market  for  health  care  services.  Over 
100  million  Americans  arc  enrolled  in  managed  care.  This,  in  addition  to.  advances  in  medical 
technology  and  the  increased  focus  on  cost  containment  are  changing  the  way  we  practice.  It  is 
important  that  we  understand  how  these  and  other  changes  in  our  health  care  system  affect  patients. 
Health  policy  research  is  a  significant  part  of  improving  our  health  care  delivery  and  should  include 
research  that  is  patient-focused,  integrating  ihosc  professionals  that  work  day-to-day  with  patients 
and  their  families. 

Thank  you  for  this  opportunity  to  submit  written  testimony. 
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STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  COLLEGES  OF 
OSTEOPATHIC  MEDICINE 

As  Chairman  of  the  Board  of  Governors  of  the  American  Association  of  Colleges  of 
Osteopathic  Medicine  (AACOM),  and  President  of  the  West  Virginia  School  of  Osteopathic 
Medicine,  I  am  pleased  to  present  the  views  of  the  16  AACOM  member  schools  on  fiscal 
year  1996  funding  for  health  professions  educational  assistance  programs. 

Mr.  Chairman,  AACOM  appreciates  the  past  efforts  of  this  Subcommittee  to  maintain  a 
commitment  to  health  professions  educational  assistance.  We  also  recognize  the 
responsibility  of  the  Subcommittee  to  examine  all  programs  in  light  of  their  cost- 
effectiveness  in  meeting  the  health  care  needs  of  all  Americans.  The  104th  Congress  has 
appropriately  identified  an  "outcome-based"  criterion  to  evaluate  program  effectiveness.  We 
believe  that  colleges  of  osteopathic  medicine  measure  particularly  well  under  such  scrutiny. 

AACOM  is  especially  proud  that  the  philosophy  of  osteopathic  medical  education  is  entirely 
consistent  with  the  Federal  objectives  of  addressing  geographic  maldistribution  in  the  United 
States  and  increasing  access  to  primary  care  services.  Mr.  Chairman,  this  philosophy  is  not 
newly  contrived  merely  to  conform  with  Federal  funding  requirements.  Rather,  it  has  been 
part  of  our  medical  education  fabric  for  over  100  years.  By  training  and  by  tradition, 
osteopathic  physicians  practice  "hands-on"  medicine  and  value  the  highly  close  and 
interactive  physician-patient  relationships  that  are  characteristic  of  our  profession.  The 
principal  vehicle  for  addressing  specialty  and  geographic  maldistribution  has  been  through 
primary  care  education  and  training.  AACOM  member  schools  have  a  long  history  of 
dedication  to  training  primary  care  physicians  to  work  in  America's  smaller  communities. 

The  health  professions  assistance  programs  under  Title  VII  of  the  Public  Health  Service  Act 
have  been  valuable  in  our  efforts  to  continue  to  maintain  this  commitment.  Numerous 
programs  are  especially  important  to  enhancing  osteopathic  medical  schools'  ability  to  train 
the  highest  quality  physicians.  Among  these  programs  are:  General  Internal  Medicine; 
General  Pediatric  Residencies;  Family  Medicine  Training;  Preventive  Medicine  Residencies; 
Area  Health  Education  Centers;  Health  Education  and  Training  Centers;  Health  Care 
Opportunities  Programs;  Centers  of  Excellence  Programs;  Geriatric  Training  Authority; 
Disadvantaged  Assistance;  Exceptional  Financial  Need  Scholarships;  Physician  Assistants; 
and  the  Health  Education  Assistance  Loan  (HEAL)  program.  We  recommend  that  these 
programs  be  funded  at  the  full  authorized  levels  in  fiscal  year  1996.  These  programs  are 
the  most  visible  federal  commitment  to  the  important  task  of  educating  more  primary  care 
physicians.  The  debate  last  year  on  health  care  reform  revealed  more  than  ever  the 
importance  of  increasing  the  supply  of  primary  care  practitioners.  The  federal  government 
and  medical  educators  need  to  expand  their  collaborative  efforts  to  build  a  strong  primary 
care  physician  population. 

AACOM  looks  forward  to  working  with  the  authorizing  committees  as  they  consider  the 
reauthorization  of  these  programs  this  year.  AACOM  member  schools  have  extensive 
experience  with  these  programs  and  with  the  education  of  primary  care  physicians.  We  will 
happily  share  that  knowledge  with  the  Senators  as  they  develop  this  legislation.  We  hope 
the  reauthorization  process  will  move  quickly  so  that  this  Subcommittee  will  have  the 
opportunity  to  make  funding  decisions  based  on  the  new  authorization.  If  there  is  a  delay, 
however,  we  urge  you  to  keep  the  present  programs  operating  at  current  levels  until  the 
reauthorization  process  is  completed. 

Much  of  the  Congressional  focus  in  shifting  production  of  physicians  from  medical  and 
surgical  specialists  to  primary  care  physicians  is  on  the  possible  reallocation  of  the  Medicare 
funds  available  for  graduate  medical  education.  While  it  is  important  to  consider 
reallocation  of  this  money  among  the  specialties  to  achieve  a  greater  support  for  primary 
care  residency  programs,  we  will  miss  many  opportunities  for  influencing  the  career 
decisions  of  physicians  if  the  government  only  focuses  on  postgraduate  training. 
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I  say  this  because  students  must  make  their  choice  of  residency  well  before  the  beginning 
of  the  postgraduate  years.  The  real  opportunity  for  influencing  the  career  decision  is  at  the 
undergraduate  level.  Additionally,  colleges  of  osteopathic  medicine  have  found  that  active 
recruiting  of  students  from  rural  areas  leads  to  a  greater  commitment  to  primary  care  by 
those  students. 

We  urge  the  Appropriations  Subcommittee  to  take  a  hard  look  at  the  ways  in  which  dollars 
are  allocated  and  used  to  influence  physician  careers. 

Substantial  funds  are  made  available  for  residency  training  programs  in  family  medicine  and 
general  internal  medicine.  As  stated  earlier,  we  recognize  the  value  of  these  funds  to  the 
maintenance  of  innovations  in  primary  care  graduate  medical  education,  and  support  their 
general  revenues  and  Title  VII  health  professions  funds  to  the  education  of  potential 
primary  care  physicians  at  the  undergraduate  level 

AACOM  also  recommends  funding  for  innovative  curriculum  development  to  enhance 
primary  care  training  efforts.  For  example,  the  production  of  a  physician  is  not  a  short 
process.  However,  steps  can  be  taken  to  reduce  the  time  required,  particularly  if  the  federal 
government  is  willing  to  lend  a  hand.  Several  of  our  colleges  are  beginning  to  experiment 
with  a  combined  6  year  program,  3  years  of  medical  school  and  3  years  of  postgraduate 
training.  This  reduces  one  year  from  the  normal  cycle  for  the  training  of  a  primary  care 
physician.  Expansion  of  this  effort  could  be  very  productive,  and  we  urge  the  Subcommittee 
to  redirect  funds  for  such  innovations. 

Title  VII  authorizes  student  assistance  programs  that  are  especially  important  to  osteopathic 
medical  students.  The  Subcommittee  must  be  concerned  with  minimizing  the  debt  load  of 
our  graduates  if  they,  in  turn,  can  be  expected  to  hold  down  medical  costs.  In  addition, 
Exceptional  Financial  Need  Scholarships,  Financial  Need  for  Disadvantaged  Health 
Professions  Students  Scholarships,  Loans  for  Disadvantaged  Students,  and  Scholarships  for 
Disadvantaged  Students  are  all  programs  that  must  be  maintained  if  we  are  to  ensure  access 
to  medical  education  by  underrepresented  groups. 

Mr.  Chairman,  in  conclusion  let  me  say  that  the  efforts  of  this  Subcommittee  in  support  of 
health  professions  education  assistance  programs  have  been  very  valuable.  However,  more 
must  be  done  if  we  are  to  meet  the  growing  need  for  primary  care  physicians  in  this  country. 
We  believe  that  the  colleges  of  osteopathic  medicine  will  continue  to  have  a  positive  effect 
on  this  problem  if  you  are  willing  to  work  with  our  programs  and  continue  to  provide 
resources.  We  call  upon  this  Subcommittee  and  Congress  to  move  aggressively  in  the 
directions  we  have  outlined. 

Thank  you  for  giving  us  the  opportunity  to  present  our  views.  Please  do  not  hesitate  to 
contact  me  if  you  have  any  questions. 


STATEMENT  OF  KAREN  DENNIS,  Ph.D.,  RN,  ON  BEHALF  OF  THE 
AMERICAN  ASSOCIATION  OF  COLLEGES  OF  NURSING 

Good  Morning,  Mr.  Chairman  and  Members  of  the  Subcommittee.  I  am  Karen  Dennis,  Ph.D. 
R.N.,  Associate  Professor  at  the  University  of  Maryland  School  of  Nursing  in  Baltimore  and 
Associate  Director  for  Education  and  Evaluation  on  Geriatric  Research,  Education  and 
Evaluation  Clinical  Center,  Baltimore  VA  Medical  Center.  I  present  this  statement  for  the 
American  Association  of  Colleges  of  Nursing  (AACN),  an  organization  representing  over  460 
senior  college  and  university  nursing  education  programs  at  the  baccalaureate  and  graduate  level. 

AACN's  members  receive  the  great  majority  of  National  Institute  of  Nursing  Research  awards  to 
fund  a  wide  variety  of  projects  seeking  ways  to  improve  public  health,  outcomes,  quality  and  cost 
effectiveness  of  nursing  practice.  NINR  grants  address  nursing's  most  pressing  patient  care 
concerns.  In  order  to  increase  the  number  of  projects  NINR  can  support  as  well  as  the  number  of 
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training  awards  for  future  researchers,  AACN  recommends  FY96  funding  for  NINR  at  $63 
million,  about  a  15  percent  increase  over  FY95.  This  increase  would  enable  NINR  to  fund  about 
30  additional  research  projects,  to  provide  more  funding  for  investigator  initiated  research,  and  to 
increase  the  number  of  research  training  awards  from  203  to  232.  Before  providing  examples  of 
some  of  the  impressive  work  NINR  supports,  I  would  like  to  share  some  information  about  my 
current  NINR  project.. 

My  project    Obesity  affects  nearly  one  third  of  the  US  population,  and  imposes  stresses  on  the 
body  that  help  to  precipitate  a  wide  variety  of  other  health  problems.  Women  particularly  are 
concerned  about  weight  loss  and  spend  billions  of  dollars  a  year  on  diets,  foods,  and  remedies  to 
help  them  lose  weight.  I  am  the  Principal  Investigator  on  a  study  seeking  to  determine  what 
treatment  approach  to  weight  loss  is  most  effective,  what  kinds  of  people  would  benefit  most 
from  a  particular  treatment,  and  what  can  be  done  to  help  manage  weight  over  the  long  term.  My 
study  takes  a  group  of  women  50-70  years  old  and  assigns  them  to  treatment  groups  with 
different  ways  to  educate  them  on  diet,  behavior  and  exercise  and  then  to  assess  their  progress.  A 
special  anti-relapse  feature  and  a  two  year  follow-up  program  are  part  of  the  study,  since  keeping 
weight  off  once  it  has  been  lost  continues  to  be  a  major  challenge. 

Community  based  care  A  major  NINR  initiative  announced  this  month  seeks  to  determine  the 
impact  of  a  comprehensive,  community  based  disease  prevention  program  on  health  of 
underserved,  rural,  and  minority  populations.  These  populations  often  have  no  regular  program  of 
health  care  and  turn  to  the  system  only  when  there  is  a  crisis,  resulting  in  the  need  for  costly 
interventions. 

Children  and  maternal  One  five  year  study  being  done  by  Dr.  Ida  Moore  of  the  University  of 
Arizona  College  of  Nursing  is  looking  at  the  long  term  effects  on  mental  functioning  in  60 
children  who  have  received  intensive  treatment  for  cancer.  Another  NINR  focus  is  reducing  the 
number  of  low  birth  weight  babies  who  often  require  costly  hospitalization  and  who  may  be 
affected  in  major  ways  by  the  circumstances  of  their  births.  Dr.  Mary  Moore  of  Wake  Forest 
University  developed  a  way  to  reduce  premature  labor  in  low  income  African  American  women, 
and  Dr.  Dyanne  Affonso  of  Emory  University  worked  with  public  health  nurses  to  design  a 
program  to  bring  prenatal  care  to  low  income  mothers  in  Hawaii.  Another  NINR  project  (Dr. 
Carolyn  Webster-Stratton  of  the  University  of  Washington)  produced  a  video  tape  training 
program  for  parents  of  3  to  8  year  old  violent,  disobedient,  or  aggressive  problem  children  in 
families  of  various  social  and  economic  strata.  A  University  of  Pennsylvania  study  managed  by 
Dr.  Dorothy  Brooten  undertook  transition  home  care  for  early  discharge  maternal  patients  and 
their  children,  resulting  in  major  cost  savings  when  compared  to  control  groups.  Other  foci 
include  pre-term  infants,  breast  feeding,  measurement  of  infant  and  child  pain,  and  adolescent 
health  issues. 

Elderly  Because  falls  of  elderly  people  are  a  major  cause  of  hospital  admissions  and  a  downward 
life  functioning  spiral,  Dr.  Robert  Wallace  of  the  University  of  Iowa  receives  NINR  support  to 
develop  thin  but  effective  hip  pads  to  reduce  the  danger  of  hip  breakage  in  a  fall.  Also  looking  at 
problems  of  the  older  patient,  Dr.  Mary  Quayhagen  of  the  University  of  San  Diego  is  testing 
interventions  such  as  mental  exercises  to  improve  the  mental  functions  of  Alzheimer's  disease  to 
benefit  both  the  patient  and  to  reduce  stress  on  caregivers  (70  percent  of  Alzheimer's  patients  are 
cared  for  at  home).  Other  projects  address  health  assessments  of  well  elderly,  chronic  disease, 
depression,  mental  functioning,  balance  assessments,  incontinence,  arthritis,  memory  loss,  and 
care  of  homebound  elderly. 

Women's  health  Females  are  52  percent  of  the  US  population,  yet  major  gaps  remain  in  the 
knowledge  and  treatment  of  women's  health  problems.  Dr.  Marilyn  Rothert  of  Michigan  State 
University  is  being  supported  by  NINR  to  help  women  decide  whether  to  undertake  hormone 
replacement  therapy  to  reduce  physical  and  mental  effects  of  menstruation  or  menopause.  Dr. 
Nancy  Reame  of  the  University  of  Michigan  discovered  that  a  common  and  expensive  treatment 
for  premenstrual  syndrome  was  based  on  an  erroneous  assumption.  Another  study  by  Dr. 
Margaret  Heitkemper  of  the  University  of  Washington  found  that  increasing  estrogen  and 
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changing  dietary  fiber  can  reduce  common  symptoms  of  menstrual  and  menopausal  pain.  Other 
NINR  initiatives  in  this  area  include  interventions  to  reduce  the  physical  effects  of  chemotherapy 
for  treatment  of  breast  cancer,  post-partum  mental  health,  predictors  of  pregnancy  complications, 
comparisons  of  nurse  mid  -  wives  and  physicians,  home  visits  for  new  mothers,  health  promotion 
for  teenage  mothers,  postcoronary  women,  and  a  women's  health  research  center. 

HIV  A  number  of  NINR  projects  seek  to  educate  about  and  to  prevent  HIV  infection,  to  reduce 
the  impact  of  symptoms  and  improve  the  quality  of  life  of  patients  with  HIV,  to  facilitate 
patients'  managing  their  life  and  care,  to  improve  nursing  care,  and  to  examine  sleep  disturbances 
in  women  with  HIV. 

Pain  Nursing  scientists  are  studying  ways  to  reduce  pain  to  shorten  hospital  stays  and  improve 
outcomes,  especially  with  regard  to  infants,  children,  older  persons  and  the  cognitively  impaired. 

Special  populations  NINR  has  funded  projects  to  study  the  effect  of  three  therapies  on  the 
quality  of  life  of  African  Americans  with  sickle  cell  disease  (University  of  Chicago),  diabetes 
patient  education  in  a  rural  Hispanic  community  (University  of  Texas  Health  Science  Center  - 
Houston),  Navajo  parenting  practices  (University  of  Utah),  cystic  fibrosis  (University  of 
Rochester),  minority  adolescent  health  (University  of  Texas  Health  Science  Center  at  San 
Antonio),  and  others. 

Health  promotion  and  disease  prevention  Long  a  focus  of  nursing  research,  health  promotion 
and  disease  prevention  projects  develop  and  test  more  effective  ways  to  help  people  make  wise 
health  care  choices  relating  to  nutrition,  exercise,  smoking,  drug,  and  alcohol  use,  HIV 
prevention,  safe  sex,  stress  reduction,  and  environmental  health. 

Training  of  researchers  In  1994,  The  National  Research  Council  recommended  that  the 
growing  need  for  highly  trained  nurse  researchers  warrants  training  500  of  them  in  FY96. 
"Meeting  the  Nation's  Needs  for  Biomedical  and  Behavioral  Scientists,"  p.7,  NRC,  National 
Academy  Press  (1994).  AACN  agrees,  but  we  are  also  aware  of  the  realities  of  the  present 
funding  environment  and  have  urged  an  increase  in  NINR  funding  that  would  fund  232  more  of 
these  professionals.  The  capability  to  train  graduate  nurses  for  research  obviously  depend  on  there 
being  graduates  to  train.  Thus,  AACN  supports  funding  for  the  Nurse  Education  Act  (Public 
Health  Service  Act  Title  VIII)  which  supports  a  number  of  undergraduate  and  graduate  nursing 
education  programs  and  a  program  to  increase  the  diversity  of  the  nursing  workforce.  AACN  also 
supports  funding  for  Disadvantaged  Minority  Health  Improvement  Act  scholarships  (PHSA  Sec. 
737)  which  provides  30  percent  of  its  appropriations  for  disadvantaged  minority  mostly 
undergraduate  nursing  students.  AACN  asks  funding  for  NEA  and  DMHIA  at  FY95  levels. 

Conclusion    As  we  look  at  health  care  delivery,  it  is  important  to  remember  that  while  an 
operation  may  take  hours,  nursing  care  may  take  days  and  often  has  as  much  to  do  with  how  long 
the  patient  is  hospitalized  as  does  the  medical  procedure.  Nursing  research  seeks  to  optimize  the 
knowledge  and  skills  of  the  nursing  profession  to  assess  and  analyze  the  patient's  condition  and  to 
move  the  patient  toward  recovery,  discharge  fi;om  the  hospital,  and  successful  recuperation  at 
home,  as  well  as  to  educate  the  patient  to  promote  health.  NINR's  support  has  made  possible 
enumerous  demonstrable  improvements  in  nursing  care  that  save  money  and  improve  outcomes. 
AACN  respectfully  requests  that  this  subcommittee  provide  $63  million  for  NINR  to  continue  and 
to  further  its  vital  work  and  funding  for  nursing  education  programs  as  well.  Thank  you  for 
giving  AACN  the  opportunity  to  appear.  I  would  be  happy  to  answer  your  questions. 


STATEMENT  OF  JOHN  CRAWFORD,  M.D.,  ON  BEHALF  OF  THE 
AMERICAN  ASSOCIATION  FOR  DENTAL  RESEARCH 

Mr.  Chairman  and  members  of  the  Committee,  my  name  is  Dr.  John  Crawford  and 
I  am  Associate  Professor  of  Periodontics  in  the  School  of  Dentistry  at  the  University  of 
Illinois. 
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I  am  appearing  today  on  behalf  of  the  American  Association  for  Dental  Research,  of 
which  I  have  been  a  member  for  13  years.  The  members  of  our  Association  greatly 
appreciate  this  opportunity  to  present  testimony  in  support  of  the  fiscal  year  1996  budget 
for  the  National  Institute  of  Dental  Research. 

The  membership  of  the  American  Association  for  Dental  Research  consists  of  almost 
5,000  research  scientists  from  a  variety  of  scientific  and  clinical  disciplines  located  in 
universities,  dental  schools,  research  institutes,  hospitals,  and  industrial  laboratories  around 
the  country. 

Our  principal  objective  is  to  seek  ways  of  treating  and  preventing  oral  diseases,  and  . 
to  facilitate  the  transfer  of  knowledge  into  practical  help  for  the  public.  For  example,  I  work 
as  a  periodontist  at  the  University  of  Illinois  where  we  have  been  pioneering  ways  of 
detecting  gum  disease  before  it  destroys  the  tissues  to  such  an  extent  that  teeth  are  lost. 

However,  dental  research  is  concerned  with  more  than  teeth  and  gums,  for  the  health 
of  the  mouth  contributes  to  the  health  of  the  whole  body.  Oral  diseases  can  cause  pain, 
poor  nutrition,  weight  loss,  disfigurement,  lost  work  days,  and,  in  the  case  of  oral  cancer, 
death.  Twenty-one  million  work  days  are  lost  annually  because  of  oral  disease  or  the  need 
for  dental  care. 

As  former  Surgeon  General  C.  Everett  Koop  stated,  "If  you  don't  have  oral  health, 
you're  not  healthy."  Poor  oral  health  can  lead  to  pain  and  infection  and  affects  an 
individual's  ability  to  eat,  speak,  and  function  as  a  productive  member  of  society. 
Significant  progress  has  been  made  in  prevention  and  treatment,  but  oral  and  dental  diseases 
remain  among  the  most  common  chronic  health  problems  among  adults  in  the  United 
States. 

At  a  time  when  containing  costs  is  uppermost  in  everybody's  mind,  it  is  worth 
considering  how  successful  we,  in  dental  research,  have  been  in  contributing  to  holding 
down  the  cost  of  health  care. 

The  cost  of  dental  care  to  the  Nation  was  $38.7  billion  in  1 992.  While  oral  diseases 
remain  a  costly  public  health  problem,  research  into  the  causes  of  these  diseases  and  how 
to  prevent  them  has  resulted  in  substantial  savings  in  health  care.  Current  estimates  put  the 
savings  between  1979  and  1992  at  $60  billion. 

Dental  care  delivery  costs  continue  to  fall  as  a  percentage  of  total  expenditures  on 
health  care  and  show  increases  that  are  at  a  lower  rate  than  for  physician  and  hospital 
services.  Dental  research  and  prevention  are  a  model  for  cost  savings  in  health  care 
delivery.  Future  research  will  provide  further  opportunities  to  achieve  significant  cost 
savings  and  improved  oral  health  in  America. 

Today,  I  would  like  to  bring  to  the  attention  of  your  committee  some  of  the  areas  of 
dental  research  where  we  have  been  successful  and  where  opportunities  for  greater  success 
appear  evident. 

THE  RESEARCH  CHALLENGE 

Oral  health  research  addresses  all  of  the  diseases  and  disorders  that  affect  the  teeth, 
mouth,  and  facial  structures.  This  involves  understanding  the  causes  of  such  diseases,  and 
examining  the  ways  in  which  they  affect  general  health  and  well-being. 

RESEARCH  OPPORTUNITIES 

•  Oral  Soft  Tissues.  In  the  past  decade,  research  has  led  to  improved  diagnosis 
and  treatment  of  oral  disease  ranging  from  disorders  of  the  salivary  glands 
causing  dry  mouth  to  life  threatening  conditions  such  as  AIDS,  oral  cancer 
and  pre-cancer. 
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However,  more  needs  to  be  done.  In  1992,  30,000  Americans  were 
diagnosed  with  oral  cancer,  and  over  9,000  died  of  the  disease  in  the  US. 
This  type  of  cancer  is  more  common  than  cancer  of  the  brain,  sex  organs,  or 
stomach. 

Birth  Defects  Research.  About  7%  of  children  are  borne  with  some  type  of 
defect,  common  among  which  are  abnormalities  of  the  mouth,  face  and  head. 
Better  surgical  treatments  have  resulted  in  dramatic  improvements  in  function 
and  appearance  for  children  with  cleft  lip  and  palate,  as  well  as  those  with 
other  disfiguring  conditions.  The  identification  of  genetic  markers  has 
revolutionized  prenatal  screening  and  counseling  for  these  conditions  and 
research  on  the  human  genome  holds  out  the  possibility  of  such  diseases 
being  prevented. 

Jaw  Joint  Research.  Diseases  of  the  jaw  joint  are  difficult  to  diagnose  and 
treat,  yet  this  type  of  dysfunction  causes  severe  pain  and  discomfort  to  many 
Americans,  particularly  women.  Research  has  begun  as  to  why  there  may  be 
gender-related  differences  in  this  condition. 

Pain  Research.  Most  people  are  aware  of  the  pain  and  discomfort  that  can 
come  from  a  mouth  ulcer  or  toothache.  An  understanding  of  the  nature  of 
pain  requires  studies  of  the  whole  nervous  system.  Dental  researchers  are 
among  world  leaders  in  pain  research,  and  their  findings  have  application  to 
pain  in  the  entire  body.  Significant  progress  has  been  made  in  treating  a 
variety  of  acute  and  chronic  pain  conditions,  but  more  work  is  needed. 

Materials  Research.  Finding  new  and  better  materials  to  restore  and  replace 
teeth  has  always  been  important  in  dentistry  and  dental  researchers  have  an 
outstanding  record  in  biomaterials  research.  Over  the  past  50  years,  a  true 
revolution  in  dental  materials  has  resulted  in  a  broad  array  of  new  and 
economical  materials  constructed  from  plastics,  ceramics,  and  metal  alloys 
suitable  for  use  in  replacing  diseased  or  damaged  oral  structures. 

Over  twenty-five  years  ago,  dental  researchers  showed  that  it  was  possible  to 
attach  artificial  teeth  directly  to  the  jawbone.  Today,  dental  implants  have 
become  one  of  the  most  exciting  and  rapidly  developing  areas  of  dental 
treatment.  Building  on  advances  in  our  understanding  of  the  attachment 
between  the  implant  and  the  jaw,  this  new  technology  offers  for  the  first  time 
an  alternative  to  removable  dentures. 

Periodontal  (Gum)  Research.  Bacteria  in  dental  plaque  can  lead  to 
destruction  of  the  soft  tissues  and  the  loss  of  the  bone  supporting  the  teeth. 
Periodontal  disease  remains  one  of  the  most  widespread  diseases  among 
Americans  and  is  a  leading  cause  of  tooth  loss. 

Over  the  past  decade,  advances  have  been  made  in  the  understanding, 
diagnosis,  and  treatment  of  these  diseases.  More  research  is  needed  on  the 
basic  biology  of  tissue  healing  and  regeneration  to  improve  the  effectiveness 
of  treatment. 

Dental  Caries  (Decay)  Research.  Tooth  decay  (dental  caries)  has  probably 
been  responsible  for  more  pain  and  discomfort  than  any  other  disease. 
Thanks  to  preventive  techniques  made  possible  by  dental  research,  about  half 
of  all  US  schoolchildren  aged  5-17  have  permanent  teeth  free  from  tooth 
decay. 

Nevertheless,  caries  is  still  prevalent,  particularly  among  the  elderly, 
minorities,  poor  children,  and  individuals  with  systemic  diseases,  and  is 
responsible  for  more  absence  from  work  than  any  other  disease. 
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Investigators  must  continue  to  explore  caries  as  a  disease,  the  role  of  diet,  the 
mode  of  action  of  fluoride,  and  the  potential  for  a  caries  vaccine  and  other 
preventive  measures. 

•  Minority  Oral  Health.  We  are  concerned  about  the  oral  health  of  ethnic  and 
racial  minorities  who  often  lack  access  or  funds  for  dental  care.  As  a  result, 
we  know  that,  in  general,  minority  groups  have  more  severe  and  extensive 
oral  health  problems  than  mainstream  Americans.  I  am  pleased  to  report  that 
the  National  Institute  of  Dental  Research  is  supporting  planning  grants  for  six, 
(6)  Regional  Research  Centers  on  Minority  Oral  Health  aimed  at  improving 
the  oral  health  status  of  minorities  and  recruiting  more  minority  members  to 
careers  in  research. 

•  Special  Care  Patients.  Millions  of  Americans  are  at  high  risk  for  oral  health 
problems  because  of  systemic  diseases  and  their  treatments.  These  "special 
care"  patients  include  individuals  with  diabetes,  which  increases  the  risk  of 
gum  disease;  HIV  infection,  which  often  begins  with  oral  signs  and  symptoms; 
Sjogren's  syndrome,  in  which  the  salivary  and  tear  glands  are  progressively 
destroyed;  and  bone  and  joint  disorders  like  arthritis,  osteoporosis,  and  Paget's 
disease,  that  may  directly  affect  facial  bones  and  joints  or  interfere  with  self- 
care.  Many  older  Americans  take  one  or  more  daily  medications  that  may 
lead  to  dry  mouth,  increasing  the  risk  for  tooth  decay.  Patients  undergoing 
radiation  and  chemotherapy  may  suffer  permanent  damage  to  the  oral  tissues. 

THE  NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH  (NIDR) 

As  researchers  continue  to  seek  better  understanding  and  improved  prevention  and 
control  of  diseases  of  the  oral,  cavity  they  turn  to  NIDR  as  the  central  focus  of  the  Federal 
Government  for  oral  health  research  and  training.  Adequate  funding  for  the  NIDR  is 
essential  to  maintain  and  improve  the  health  of  the  American  people. 

THE  NIDR  BUDGET 

With  regard  to  the  fiscal  year  1996  NIDR  budget,  we  respectfully  request  a  funding 
level  for  the  National  Institute  of  Dental  Research  of  $215  million.  We  are  aware  of  the 
current  austere  budget  environment,  the  Federal  deficit,  and  the  associated  funding 
limitations.  However,  when  you  remember  the  cost  effectiveness  of  dental  research,  this 
is  a  reasonable  investment  in  the  future  health  of  the  nation. 

NIDR  is  the  most  significant  source  of  funding  for  dental  research  in  America  today, 
and  it  rests  with  NIDR  to  provide  the  primary  resources  to  advance  the  oral  health  for  all 
Americans.  In  addition,  Mr.  Chairman,  we  also  wish  to  point  out  that  we  support  the 
recommendation  of  the  Ad  Hoc  Group  for  Medical  Research  Funding  of  $13,051,000,000 
for  all  of  the  activities  of  the  National  Institutes  of  Health  for  fiscal  year  1996.  We  ask  for 
your  support. 

CONCLUSION 

In  conclusion,  Mr.  Chairman,  I  want  to  thank  you  again  for  this  opportunity  to 
provide  testimony  on  dental  research.  Research  funded  by  NIDR  has  opened  new  pathways 
to  diagnosis,  prevention,  and  treatment  of  oral  diseases.  Continued  support  for  NIDR  is 
essential  to  the  health  of  America's  children,  adults,  and  senior  citizens.  This  concludes  my 
testimony. 

I  would  be  happy  to  answer  any  questions  you  may  have. 
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STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  DENTAL  SCHOOLS 

The  American  Association  of  Dental  Schools  (AADS)  represents  all  of  the  dental  schools  in  the  United 
States,  as  well  as  advanced  education,  hospital,  and  allied  dental  education  institutions.  It  is  within  these 
institutions  that  future  practitioners,  educators,  and  researchers  arc  trained;  significant  dental  care 
provided;  and  the  majority  of  dental  research  conducted.  The  AADS  is  the  one  national  organization 
that  speaks  exclusively  for  dental  education. 

Dentistry  has  been  highly  successful  in  preventing  oral  disease  and  in  developing  effective  primary  care 
treatments.  Every  dollar  invested  in  preventive  and  primary  care  dentistry  saves  consumers  between  $2 
and  $80.  While  we  arc  extremely  proud  of  our  accomplishments,  we  do  not  want  to  leave  the 
Subcommittee  with  the  misconception  that  the  nation's  oral  health  problems  have  disappeared.  Oral 
diseases  are  among  the  most  prevalent  of  all  chronic  health  conditions.  Eighty-four  percent  of  all 
children  have  experienced  dental  decay  by  age  17.  Periodontal  disease  is  pervasive,  affecting  between 
forty  and  seventy  percent  of  adults.  More  than  a  third  of  adults  over  age  65  have  lost  all  their  teeth. 
Oropharyngeal  cancer  is  more  common  than  leukemia,  Hodgkin's  disease,  melanoma  of  the  skin,  and 
cancers  of  the  brain,  cervix,  ovary,  liver,  pancreas,  bone,  thyroid  gland,  testis,  or  stomach. 

Our  funding  requests  for  FY  1996  reflect  the  expanding  role  of  dentistry  and  the  changing  nature  of  the 
profession.  Because  the  Subcommittee  is  under  severe  fiscal  constraints,  we  have  focused  on  dental 
education  and  research  programs  that  arc  extremely  cost-effective  and  will  yield  a  significant  return  for 
the  federal  investment. 

General  Dentistry  Residencies:  At  a  time  when  many  decry  the  shortage  of  primary  care  health 
professionals  and  search  for  programs  that  will  attract  generalists,  we  are  pleased  to  present  a  cost- 
effective  primary  care  success  story.  General  Dentistry  programs  provide  graduates  with  primary  care 
training  similar  to  the  internship  year  in  medicine.  Dentists  who  have  had  the  benefit  of  this  advanced 
residency  training  arc  better  prepared  to  care  for  the  full  range  of  dental  services  for  all  their  patients. 
This  includes  the  ability  to  provide  complex  dental  services  for  patients  who  suffer  oral  problems  as  a 
consequence  of  chemotherapy  or  radiation  treatment  for  cancer  or  who  have  special  problems  from  other 
systemic  diseases,  including  asthma,  diabetes  and  heart  disease.  General  Dentistry  graduates,  who  can 
serve  a  broad  range  of  patient  needs,  are  especially  important  in  rural  and  underserved  urban  areas, 
where  logistical  or  financial  barriers  can  make  specialized  care  unobtainable. 

The  General  Dentistry  program  improves  access  and  availability  of  primary  care  services.  General 
Dentistry  programs  treat  large  numbers  of  underserved  populations  such  as  the  poor,  developmental^ 
disabled,  elderly,  and  HIV  infected  individuals.  All  of  the  current  grantees  include  off-site  rotations  to 
underserved  communities  or  populations.  Eighty-six  percent  of  those  who  receive  general  dentistry 
training  remain  in  primary  care  practice  and  at  least  twenty-five  percent  of  recent  graduates  in  federally 
supported  General  Dentistry  programs  establish  their  practices  in  underserved  areas.  Recent  evaluations 
confirm  the  success  of  General  Dentistry  programs  in  meeting  federal  primary  care  objectives.  The 
Bureau  of  Health  Professions  study  of  postgraduate  General  Dentistry  education  found  that  "Considering 
the  relatively  modest  investment  of  funds  by  the  federal  government,  the  impact  on  the  growth  and  scope 
of  General  Dentistry  programs  and  the  subsequent  effect  on  dental  care  has  been  substantial."  And  all 
of  this  is  achieved  with  start-up  grants  which  provide  federal  support  for  no  more  than  3  years.  This 
requires  considerable  skill,  as  the  General  Dentistry  program  must  attract  enough  self-pay  patients  and 
patients  with  dental  insurance  to  offset  the  losses  incurred  in  treating  the  indigent.  (Unlike  their  medical 
counterparts,  these  dental  programs  cannot  rely  on  reimbursement  through  Medicare,  which  essentially 
excludes  dental  services;  and  the  reimbursement  available  through  Medicaid  is  extremely  limited,  if 
available  at  all.) 

Demand  continues  to  outpace  supply  for  this  primary  care  training  as  approximately  300  additional 
training  positions  would  be  needed  to  accommodate  the  current  demand  for  these  positions.  Without 
Federal  support,  it  would  be  extremely  difficult  to  create  new  programs,  because  of  the  lead  time  needed 
for  these  programs  to  become  self-sufficient  and  because  of  the  high  cost  of  dental  equipment  and 
instrumentation. 

A  1995  Institute  of  Medicine  (10M)  Study  of  Dental  Education  recommends  that  "postdoctoral  education 
in  general  dentistry  should  be  available  for  every  dental  graduate  and  that  an  emphasis  should  be  placed 
on  creating  new  residency  positions."  While  progress  has  been  made  in  meeting  the  current  and  future 
demand  for  primary  care  training  and  care,  a  reduction  in  funding  for  the  General  Dentistry  program 
would  halt  these  cost-effective  education  and  service  programs.  Wc  urge  the  Subcommittee  to  support 
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the  IOM  recommendation  bv  appropriating  $6  million  for  this  cost-effective  and  proven  program 
in  FY  1996. 

HIV/AIDS  Dental  Reimbursement  program:  Federal  support  of  this  reimbursement  program  increases 
access  to  oral  health  services  for  HIV  positive  individuals  and,  at  the  same  time,  educates  denta!  students 
and  residents  to  care  for  persons  with  HIV  disease.  Thus,  two  major  federal  objectives  —  service  to 
patients  of  limited  means  and  education  of  future  practitioners  —  is  accomplished  with  this  important, 
but  very  modest  federal  program. 

AIDS  patients  suffer  a  high  incidence  of  oral  disease  and  oral  health  care  is  very  important  to  them. 
A  survey  of  857  clients  of  the  Robert  Wood  Johnson  Foundations'  AIDS  Health  Services  Program  in 
9  cities  found  that  more  respondents  (52%)  reported  a  need  for  dental  care  than  any  other  service.  For 
example,  oral  lesions,  common  in  HIV  infected  individuals,  can  cause  significant  pain  and  oral  infection 
leading  to  fevers,  difficulty  in  eating,  speaking  or  taking  medication,  and  weight  loss.  Moreover,  the 
development  of  some  oral  problems  may  signify  that  HIV  disease  is  progressing.  Recognition  of  these 
oral  problems  indicates  the  need  for  initiation  of  treatment  with  antiretroviral  therapy,  drugs  to  prevent 
pneumonia,  or  involvement  in  a  clinical  drug  or  vaccine  trial. 

It  is  important  to  remember  that  private  insurance  and  Medicaid  coverage  for  dental  services  is  very 
limited  or  simply  unavailable  for  adults.  This  lack  of  sufficient  reimbursement  particularly  affects  those 
dental  clinics  providing  care  for  a  significant  number  of  HIV  infected  individuals.  The  AIDS  Dental 
Reimbursement  program  serves  as  a  kind  of  "matching  fund"  that  recognizes  the  significant  expenditures 
incurred  by  dental  programs  that  serve  a  disproportionate  share  of  AIDS  patients.  The  program  has  also 
enhanced  relationships  of  dental  education  institutions  with  state  and  local  AIDS  care  consortia. 
Unreimbursed  costs  continue  to  rise  as  the  number  of  HIV  infected  individuals  increases.  AADS  urges 
an  appropriation  of  $9  million  in  FY  1996  to  allow  modest  growth  in  this  important  program. 

National  Health  Service  Corps  Scholarship  and  Loan  Forgiveness  Programs:  We  strongly  support 
the  NHSC  Scholarship  and  Loan  Forgiveness  Programs  which  assist  students  with  the  rising  costs  of 
financing  their  health  professions  education  while  promoting  primary  care  access  to  underserved  areas. 

This  Subcommittee  recognized  the  need  to  increase  dental  participation  in  the  NHSC  and  included 
language  in  the  FY  1994  Appropriations  Conference  Report.  We  are  most  appreciative  of  the 
committee's  directive  to  the  NHSC  that  an  oral  health  care  initiative  be  undertaken  -  as  a  result,  the 
number  of  dental  loan  repayment  awards  has  increased  from  22  in  1992  to  136  in  1994.  Problems 
continue  to  exist,  however,  in  the  scholarship  program,  which  has  almost  completely  abandoned  dental 
scholarships  (only  8  scholarships  have  been  awarded  since  1992  and  none  were  awarded  in  1994).  We 
believe  it  is  critical  that  the  NHSC  commitment  to  dentistry  be  maintained  and  strengthened  as  the  need 
for  dental  providers  is  becoming  more  pronounced  in  underserved  areas  throughout  the  nation.  When 
dental  Health  Professions  Shortage  Areas  (HPSAs)  were  updated  in  1993,  it  became  clear  that  the 
situation  worsened  for  dentistry  2073  dentists  were  needed  to  service  1068  designated  HPSAs,  as 
compared  to  1400  dentists  needed  for  792  dental  HPSAs  prior  to  1993. 

This  means  that  oral  health  services  are  still  needed  throughout  the  U.S.  to  assure  rural  and  urban 
underserved  people  relief  of  pain  and  removal  of  oral  infections.  Without  these  services,  dental  and  oral 
diseases  will  result  in  diminished  employment  prospects  for  those  without  jobs,  decreased  ability  of 
school  children  to  concentrate,  lower  worker  productivity  and  increased  medical  problems.  Unless  more 
dentists  are  made  available  in  shortage  areas,  we  will  continue  to  see  costs  climb  as  hospital  emergency 
rooms  are  used  to  provide  extensive  care  for  what  began  as  a  dental  problem  and  has  evolved  into  a 
systemic  condition.  We  ask  the  subcommittee  to  address  this  growing  problem  by  including  Report 
language  reaffirming  the  need  for  a  substantive  NHSC  oral  health  care  initiative  in 
FY  1996. 

Other  Health  Professions  Education  and  Training  Programs:  We  want  to  express  our  support  for 
the  various  programs  involving  recruitment  and  retention  of  disadvantaged  students  and  promotion  of 
minority  faculty.  We  request  funding  for  the  Scholarship  for  Disadvantaged  Students  program  at  S26 
million  and  the  Exceptional  Financial  Need  Scholarships  at  Sll  million,  the  Loan  for  Disadvantaged 
Students  program  at  SI 5  million,  the  Centers  of  Excellence  program  at  $32  million,  and  the 
Disadvantaged  Assistance  program  (Health  Careers  Opportunity  Program/Federal  Assistance  for 
Disadvantaged  Health  Professions  Students)  at  S32  million.  We  urge  support  for  the  Faculty  Loan 
Repayment  &  Faculty  Fellowship  program  at  54  million  so  that  minority  faculty  can  be  recruited  to 
serve  as  role  models  in  health  professions  schools  at  this  critical  time.  In  addition,  we  urge  that  the 
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Subcommittee  provide  $375  million  in  credit  authority  for  the  critically  important  Health  Education 
Assistance  Loan  (HEAL)  program. 

Because  the  Rural  Health  Training  and  the  Health  Education  and  Training  Centers  programs,  Geriatric 
Initiatives,  Area  Health  Education  Centers,  and  Allied  Health  Special  Projects  promote  access  to  health 
care  for  special  populations,  we  urge  the  Subcommittee  to  fund  these  programs  at  the  following  levels: 
517  million  for  the  Geriatric  Training  and  GEC  programs,  $25  million  for  AHECs,  $5  million  for  Allied 
Health  Special  Projects,  $7  million  for  Rural  Health  Training,  and  $5  million  for  HETCs. 

Research:  Support  of  the  National  Institute  of  Dental  Research  (NIDR)  has  yielded  results  applicable 
not  only  to  oral  health  but  to  health  in  general.  NIDR's  objective  is  to  promote  the  advancement  of 
research  in  all  sciences  pertaining  to  the  mouth  and  facial  structures,  to  seek  ways  of  treating  and 
preventing  oral  diseases,  and  to  facilitate  the  transfer  of  knowledge  into  practical  help  for  the  public. 
Research  funded  by  NIDR  has  opened  new  pathways  to  better  diagnosis,  prevention,  and  treatment  of 
oral  disease.  Increased  funding  is  essential  to  the  continuation  of  important  research  into  the  general 
health  and  primary  care  of  America's  children,  adults,  and  senior  citizens.  AADS  endorses  the 
testimony  of  the  American  Association  for  Dental  Research  regarding  priorities  and  funding  of 
$215  million  for  the  NIDR  in  FY  1996. 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  NEUROLOGICAL 
SURGEONS  AND  CONGRESS  OF  NEUROLOGICAL  SURGEONS 

Mr.  Chairman  and  Members  of  the  subcommittee,  the  American  Association  of 
Neurological  Surgeons  (AANS)  and  the  Congress  of  Neurological  Surgeons  (CNS), 
which  represent  more  than  4,000  neurosurgeons  in  the  United  States,  are  pleased  to 
have  the  opportunity  to  discuss  the  research  programs  of  the  National  Institutes  of 
Health,  and  in  particular  those  of  the  National  Institute  of  Neurological  Disorders  and 
Stroke. 

For  fiscal  year  1996,  we  urge  the  subcommittee  to  turn  its  funding  attention  to 
three  areas  of  research:  (1)  Spinal  Disorders,  (2)  Gene  therapy  in  the  treatment  of 
diseases  of  the  nervous  system,  and  (3)  Stroke.    We  are  pleased  that  the  president 
has  recommended  an  increase  in  funding  for  biomedical  research  in  these  areas,  and 
urge  the  subcommittee  to  do  likewise. 

Research  into  Spinal  Disorders 

Diseases  and  injuries  affecting  the  spine  are  among  the  most  common  reasons 
for  patients  in  the  United  States  to  consult  their  physician.    Many  patients  with  spinal 
diseases  suffer  serious  disability,  and  many  undergo  complex  programs  of  treatment. 
They  are  some  of  the  most  costly  medical  disorders.    For  example,  the  direct  and 
indirect  costs  of  spinal  cord  injury  are  estimated  to  be  over  $7  billion  annually.  Back 
pain  is  a  major  health  issue,  with  chronic  low  back  pain  costing  nearly  $100  billion 
annually.    The  incidence  of  degenerative  disc  diseases  in  the  Medicare  population 
alone  has  increased  8-fold.   As  the  aging  population  increases,  there  is  a  critical  need 
for  increased  basic  and  clinical  research  into  spinal  disorders.  Neurosurgeons  are 
essential  participants  in  this  arena,  and  the  AANS  and  CNS  are  determined  to  improve 
efforts  for  the  prevention  and  treatment  of  spinal  disorders. 

Basic  research  in  neuroscience  holds  out  great  promise  for  us  to  better 
understand  diseases  of  the  spine.  Increasingly,  neuroscientists  have  leaned  how  the 
various  cells  of  the  nervous  system  respond  to  a  variety  of  injuries.    We  know  many 
of  the  precise  molecular  events  that  mediate  the  response  of  neuronal  and  glial  cells 
to  injury.  We  need  to  extend  this  type  of  research  to  better  understand  the 
mechanisms  of  acute  spinal  cord  injury.  An  NIH  funded  study  recently  demonstrated 
that  methylprednisolone  reduces  the  degree  of  paralysis  after  spinal  cord  injury.  Now, 
new  drugs  and  combinations  of  drugs  have  been  developed  to  prevent  excitotoxic  and 
free  radical-induced  injury.  By  understanding  the  basic  mechanisms  of  how  these 
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agents  protect  the  injured  and  vulnerable  spinal  cord  we  should  be  able  to  lessen  the 
devastating  consequences  of  these  injuries.    Another  possible  treatment  for  correcting 
the  loss  of  function  in  the  spinal  cord  is  to  transplant  myelin  forming  cells.  Schwann 
cells  have  been  shown  to  be  capable  of  remyelinating  demyelinated  central  nervous 
system  axons  and  restore  the  conduction  of  these  cells.  Because  Schwann  cells  can 
be  isolated  from  the  adult  human  nerve  and  their  numbers  expand  in  tissue  culture, 
the  possibility  for  autotransplantation  exists.  The  role  of  demyelination  in  human 
spinal  cord  injury  and  study  of  the  biology  of  the  human  Schwann  cell  and 
development  of  effective  methods  of  cell  transplantation  in  spinal  cord  injury  are 
essential  avenues  for  study  in  the  immediate  future. 

Spinal  arthritis  and  degenerative  disc  disease  account  for  enormous  pain, 
disability  and  health  care  spending.  Yet  little  research  has  been  done  on  how  the 
discs,  thickened  ligaments  and  bone  spurs  of  degenerative  spine  diseases  cause  a 
more  chronic  form  of  injury  manifest  by  pain  and  paralysis.  Successes  in  the 
investigation  of  brain  degenerative  disease  at  the  cellular  and  molecular  levels  must 
be  extended  to  the  tissues  of  the  spinal  cord  and  nerve  roots,  so  that  effective 
regimens  of  prevention  and  treatment  can  be  designed.  The  pharmacological 
strategies  which  appear  to  be  effective  in  brain  injury  should  be  extended  to  spinal 
disorders. 

Basic  research  also  needs  to  be  accomplished  on  the  biomechanics  of  spinal 
instability  which  occurs  as  a  result  of  trauma  or  degenerative  disease  in  the  cervical, 
thoracic,  and  lumbar  spine.  Such  a  basic  understanding  should  help  us  more 
rationally  apply  the  principles  of  spinal  reconstruction  using  fusion  techniques  and 
implants.  The  unstable  spine  may  clearly  cause  pain  and  neurological  deficit.  Why 
instability  develops  and  how  its  different  forms  can  be  treated  surgically  are  crucial 
questions  to  be  addressed  by  basic  research. 

Finally,  much  more  clinical  research  needs  to  be  done  on  the  optimal  treatment 
for  spinal  disorders.  Because  of  the  complexity  and  individual  variation  in  many 
patients  with  degenerative  disease  of  the  spine,  it  is  often  very  difficult  to  provide  a 
scientific  basis  for  individual  patient  care  decisions  in  this  area.  We  need  to  determine 
the  most  effective  paths  of  care  for  patients  who  present  with  the  most  common  spinal 
problems,  such  as  herniated  discs.  We  also  need  studies  to  help  us  determine  which 
patients  with  deformities  of  the  spine,  caused  by  trauma  or  degeneration,  need 
instrumentation  and  fusion.  Compression  of  the  spinal  cord  by  degenerative 
processes  in  the  neck  (cervical  spondylosis)  continues  to  be  a  major  problem  and 
should  be  the  subject  of  more  extensive  basic  and  clinical  research.  New  imaging 
techniques  should  allow  us  to  better  understand  how  swelling,  blood  flow 
abnormalities  and  atrophy  occur  in  the  spinal  cord.  Multi-center  clinical  trials  to 
determine  the  appropriate  timing  and  technical  approaches  for  surgical  decompression 
of  these  lesions  needs  to  be  accomplished. 

You  may  be  interested  to  know  that  our  head  and  spinal  cord  injury  prevention 
program  called  THINK  FIRST  has  been  very  effective  at  communicating  with  children 
and  young  adults  who  are  often  the  victims  of  injuries  in  motor  vehicle  accidents, 
sports,  and  violence.  This  innovative  program  uses  school-based  education, 
reinforcement  activities,  general  public  education,  and  public  policy  initiatives  to 
prevent  these  devastating  injuries.  Our  award  winning  film  "Harms  Way"  and  our  new 
film,  "On  the  Edge,"  feature  the  stories  of  young  people  who  have  suffered  head  and 
spinal  cord  injury  as  a  result  of  vehicular  and  sports  injuries.  New  material  has  been 
added  to  address  the  epidemic  of  urban  violence  among  young  people. 

Gene  Therapy  in  the  Treatment  of  Diseases  of  the  Nervous  System 

Recently  significant  progress  has  been  made  in  our  understanding  of  the 
genetic  basis  of  diseases  of  the  brain  and  spinal  cord.  Great  potential  exists  for  gene 
therapy  to  be  effectively  used  in  treating  fatal  brain  tumors  such  as  glioblastoma- 
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multiforme  and  a  variety  of  degenerative  diseases  of  the  brain  including  Parkinson's 
diseases,  Huntington's  disease,  and  Alzheimer's  disease  --  which  affect  millions  of 
Americans  at  an  annual  cost  of  approximately  $100  billion.  Because  brain  tumors  are 
relatively  localized  and  accessible  by  stereotactic  neurosurgical  techniques,  it  is  very 
likely  that  delivery  of  the  important  genes  to  cells  whose  function  must  be  altered  will 
be  successful.  A  variety  of  different  strategies  look  to  be  very  promising  at  the 
present  time.  Some  genes  can  be  instilled  into  rapidly  dividing  cells  to  induce  the 
death  of  the  cell.  Another  group  of  genes  could  attract  important  immunological  cells 
and  molecules  to  affect  tumor  growth.  Other  genes  can  be  chosen  for  their  direct 
effect  on  growth  regulation. 

Recently  portions  of  a  gene  to  produce  the  deficient  neuro-transmitter  in 
Parkinson's  disease,  dopamine,  have  been  implanted  into  animals  using  viral  vectors, 
and  have  significantly  reduced  signs  of  experimentally  produced  Parkinson's  diseases. 
This  type  of  therapy  holds  great  promise  for  a  variety  of  important  diseases  of  the 
brain  and  spinal  cord.  Active  basic  and  applied  research  in  this  area  should  be 
supported. 

Genes  and  other  large  molecular  assemblies  can  only  be  effective  in  disease 
treatment  if  they  can  be  delivered  to  brain  cells.  The  blood  brain  barrier  prevents 
many  systemically  administered  agents  from  reaching  their  targeted  cells  in  the  brain. 
Neurosurgeons  have  conducted  research  on  CSF  and  interstitial  drug  infusion 
techniques  and  have  significantly  added  to  our  knowledge  of  these  promising 
treatment  approaches.  Much  more  research  must  be  done  however  on  stereotactic 
targeting  of  specific  brain  areas  for  drug  delivery  so  that  the  promise  of  molecular 
neurobiology  can  be  delivered  as  diseases  treatments  in  the  next  few  years. 

Brain  Attack:  Strategies  for  Effectively  Treating  Stroke 

Stroke  is  the  third  most  common  cause  of  death,  and  is  a  leading  cause  of 
disability  in  the  United  States.  In  the  United  States  there  are  about  500,000  new 
cases  each  year  and  almost  3  million  survivors  of  stroke,  most  of  whom  are  disabled. 
Stroke  is  very  common  in  African  Americans  and  there  is  a  high  incidence  of  stroke  in 
the  Southeastern  United  States.  In  1993,  the  direct  medical  cost  and  the  cost  in  loss 
of  employment  in  the  United  States  of  stroke  was  approximately  $30  billion.  Despite 
the  prevalence  and  importance  of  this  disabling  disorder,  patients  are  often  unaware  of 
the  symptoms  which  herald  the  onset  of  a  stroke. 

Great  progress  has  recently  been  made  in  terms  of  our  understanding  of  the 
cellular  and  molecular  mechanisms  of  stroke.  It  has  become  clear  that  there  is  a 
"window  of  opportunity"  of  several  hours  duration  during  which  time  restoration  of 
blood  flow  could  markedly  improve  neurological  outcome  after  stroke.  For 
neurologists  and  neurosurgeons  to  extend  and  work  within  this  "window,"  more 
specific  information  is  needed  on  the  processes  which  initiates  neuronal  death  and 
leads  to  microcirculatory  failure.  Important  new  pharmacological,  radiological,  and 
surgical  strategies  will  directly  follow  from  this  research.  More  basic  and  clinical 
research  needs  to  be  conducted  in  order  to  improve  outcome  from  stroke. 

Significant  efforts  also  need  to  be  made  to  alert  patients  to  the  early  warning 
symptoms  of  stroke  so  that  disability  can  be  prevented  before  it  happens.  To  that 
end,  the  AANS  has  developed  a  series  of  programs  to  emphasize  the  importance  of 
early  recognition  of  a  "brain  attack".  More  epidemiological  and  clinical  research  needs 
to  be  funded  to  facilitate  the  early  treatment  of  stroke  victims. 

In  summary,  we  propose  you  give  consideration  to  funding: 

1.      Spinal  Research.  (1)  Basic  research  on  spinal  cord  injury,  (2)  basic  research 
on  spinal  arthritis  and  generative  disc  disease,  (3)  basic  research  on  the 
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biomechanics  of  spinal  instability,  (4)  basic  and  clinical  research  on  cervical 
spondylosis,  and  (5)  clinical  research  on  the  appropriate  methods  for  spinal 
stabilization. 

2.  Gene  Therapy  in  the  Treatment  of  Diseases  of  the  Nervous  System.  (1) 
Training  programs  for  young  investigators  to  learn  the  pioneering  techniques  of 
gene  therapy,  (2)  research  to  identify  genes  responsible  for  certain  brain 
diseases,  (3)  research  into  gene  transfer  and  disease  models,  and  (4)  Centers 
of  Excellence  to  develop  this  research. 

3.  Stroke  Research.    Expansion  of  existing  stroke  centers. 

Thank  you  for  the  opportunity  to  present  our  recommendations  for  Fiscal  Year 
1996  for  neuroscience  research  at  the  National  Institutes  of  Health. 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  NURSE 
ANESTHETISTS 

The  AANA  appreciates  the  opportunity  to  testify  regarding  continued  federal  funding  for  nurse 
anesthesia  educational  programs  under  Title  VIII,  the  Nurse  Education  Act  (NEA). 

The  AANA  requests  that  the  nurse  anesthetist  program  under  the  NEA  be  funded  at  $4 
million  for  Fiscal  Year  1996  (FY96).  This  level  of  funding  is  equal  to  the  authorized  amount 
for  FY94,  which  is  the  most  current  authorization  for  this  program.  Monies  would  be  utilized 
to  accomplish  the  following  objectives: 

•  To  provide  funding  for  the  expansion  and  start-up  costs  of  new  nurse  anesthesia 
educational  programs  ($1.5  million). 

•  To  continue  traineeship  support  for  nurse  anesthesia  students  ($2  million). 

•  To  increase  the  number  of  nurse  anesthetist  faculty  with  advanced  degrees  ($0.5 
million). 

The  AANA  opposes  the  proposal  for  consolidation  of  Title  VII  and  Title  Vm  programs. 

Consolidation  would  reduce  funding  for  the  aggregated  programs,  create  competition  between 
nursing  priorities  and  dilute  program  goals,  and  would  limit  congressional  authority  over 
programs. 

BACKGROUND  OF  CURRENT  CRNA  SHORTAGE 

Congressional  support  for  nurse  anesthesia  education  has  had  a  tremendous  positive  effect  on 
the  CRNA  shortage.  The  shortage  was  documented  through  a  February,  1990  Health 
Economics  Research  (HER)  manpower  study,  mandated  by  the  congressional  appropriations 
committees.  The  study  reported  the  need  for  30,000  CRNAs  by  the  year  2000,  and  over 
35,000  CRNAs  by  the  year  2010.  In  1995,  AANA  estimates  that  there  will  be  1,000  nurse 
anesthetists  graduates,  far  short  of  the  1,800  recommended  by  the  HER  manpower  study. 

Funding  appropriated  to  nurse  anesthesia  education  through  Title  VUI  has  helped  develop  new 
nurse  anesthesia  education  programs.  Twelve  new  nurse  anesthesia  education  programs  were 
funded  through  FY94  appropriations.  In  meeting  the  challenge  presented  by  the  CRNA 
shortage,  the  current  nurse  anesthesia  education  programs  have  become  flexible  in  design  and 
creative  in  working  with  local  resources.  Over  the  past  five  years,  the  average  enrollment  per 
program  has  increased  60%  as  programs  strive  to  expand  student  slots.  Funds  provided 
through  Title  VIII  for  nurse  anesthesia  traineeships  have  been  a  critical  assistance  to  students  in 
both  new  and  continuing  programs. 
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CRNAS  INCREASE  ACCESS  TO  HEALTH  CARE.  INCLUDING  PRIMARY  CARE 

CRNAs  increase  access  to  health  care  by  administering  more  than  65%  of  the  26  million 
anesthetics  given  to  patients  each  year  in  the  U.S.  CRNAs  are  the  sole  anesthesia  provider  in 
85%  of  rural  hospitals,  affording  these  medical  facilities  obstetrical,  surgical  and  trauma 
stabilization  capabilities.  CRNA  services  are  supportive  to  primary  care  services,  e.g.  by 
administering  epidural  anesthetics  to  obstetrics  patients.  Because  of  the  interdependence 
between  primary  care  and  anesthesia  care,  continued  federal  support  for  nurse  anesthesia 
education  should  be  an  element  of  any  proposal  to  increase  primary  care  providers. 

CRNAS  ARE  COST-EFFECTIVE  HEALTH  CARE  PROVIDERS 

The  1990  HER  manpower  study  found  that  increased  use  of  CRNAs  to  deliver  anesthesia 
could  save  the  nation  $1  billion  annually  by  the  year  2010.  CRNAs  save  Medicare 
beneficiaries  money  by  accepting  mandatory  assignment,  whereas  anesthesiologists  can  balance 
bill  Medicare  beneficiaries. 

In  addition,  the  educational  costs  of  preparing  CRNAs  are  less  than  those  of  preparing 
anesthesiologists.  The  average  annual  program  cost  per  student  nurse  anesthetist  is  $11,741. 
With  the  average  length  of  a  nurse  anesthesia  program  being  27  months,  the  total  cost  per 
student  is  $26,417  ($11,741  per  year  x  2.25  years).  In  contrast,  according  to  data  from  the 
Health  Care  Financing  Administration,  the  average  annual  cost  per  medical  resident  in  a 
residency  program  was  $84,837  in  1990.  Therefore,  the  total  cost  per  student  for  a  four  year 
anesthesiologist  residency  is  $339,400  ($84,837  per  year  x  4  years).  The  conclusion  to  be 
drawn  is  that  for  the  same  cost  of  preparing  one  anesthesiologist,  you  can  prepare  at  least  10 
CRNAs.  Even  more  important  in  light  of  the  shortage  of  anesthesia  providers,  those  10 
CRNAs  will  have  entered  the  work  force  and  cumulatively  provided  at  least  40  years  of 
anesthesia  services  by  the  time  the  one  anesthesiology  resident  graduates  and  is  ready  to 
practice. 

OPPOSITION  TO  CONSOLIDATING  TITLE  VH  AND  TITLE  VDJ  PROGRAMS 

AANA  appreciates  the  need  to  reshape  the  existing  federal  programs  to  allow  administrative 
cost  savings  and  greater  flexibility  in  responding  to  health  care  reform  needs.  However,  each 
of  these  programs  meets  a  unique  need  in  preparing  nurses  to  meet  the  health  care  needs  of  the 
country.  Our  concerns  regarding  the  consolidation  include: 

1.  Aggregate  reductions  in  funding  through  the  consolidation  will  not  be 
obtained  via  administrative  streamlining.  Cuts  will  come  directly  from  student 
traineeships  and  program  development.  Only  1.2%  of  monies  appropriated  to  the 
nurse  anesthesia  education  program  under  Title  VIII  have  been  used  for  administering 
the  grants.  The  majority  of  monies  are  utilized  for  their  stated  purpose  of  student 
traineeships,  program  expansion,  and  faculty  development.  Administrative  monies  for 
the  Division  of  Nursing  which  currently  administers  the  Title  VIII  programs  are 
allocated  from  the  Health  Resources  and  Services  Administration  budget.  Thus,  any 
cuts  in  funding  for  the  aggregated  programs  will  come  directly  from  the  program  itself 
rather  than  from  any  administrative  savings.  Any  reductions  to  the  aggregated  account 
will  impact  the  student  traineeships  and  new  program  development  which  have  been 
proven  as  successful  strategies  to  meet  workforce  projections. 

2.  Dilution  of  nursing  programs  goals  resulting  from  forcing  programs  into 
large  pools  which  must  compete  for  reduced  funds.  Consolidation  of  programs 
would  risk  the  possibility  of  a  decrease  or  possible  elimination  of  funding  for  specific 
programs  which  Congress  had  prioritized  under  NEA.  Any  decrease  in  Title  Vm 
funding  for  nurse  anesthetists  would  dramatically  hamper  initiatives  to  alleviate  the 
national  CRNA  shortage.    All  past  appropriations  have  been  fully  utilized,  which 
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underscores  the  need  for  continued  funding,  and  for  continued  efforts  to  reach  the  goal 
as  stated  in  the  congressionally  mandated  1990  HER  manpower  study. 

3.  Lack  of  congressional  oversight  for  specific  program  priorities.  Nurse 
anesthesia  education  support  has  been  based  on  congressional  studies  of  workforce 
needs,  A  ANA  believes  that  individual  line  items  for  prioritized  programs,  such  as 
CRNA  education,  should  continue.  This  will  allow  for  continued  Congressional 
oversight,  as  originally  intended  by  the  creation  of  individual  and  separate  funding 
streams. 


Conclusion 

The  AANA  recommends  that  $4  million  be  appropriated  for  Fiscal  Year  1996  for  nurse 
anesthesia  programs  under  the  Nurse  Education  Act.  In  addition,  the  AANA  opposes  the 
proposed  consolidation  of  the  Title  VII  and  Title  VIII  programs  as  outlined  in  the  President's 
budget. 


STATEMENT  OF  THE  AMERICAN  CANCER  SOCIETY 

The  American  Cancer  Society  is  the  nationwide,  community-based,  voluntary  health 
organization  dedicated  to  eliminating  cancer  as  a  major  health  problem  by  preventing  cancer, 
saving  lives  from  cancer,  and  diminishing  suffering  from  cancer  through  research,  education, 
advocacy,  and  service.  With  more  than  2  million  volunteers  nationwide,  the  American 
Cancer  Society  is  the  community-based  leader  in  cancer  control,  providing  information  about 
cancer  to  the  public  and  health  professionals  and  direct  services  to  millions  of  Americans 
living  with  cancer.  In  addition,  the  Society  is  the  largest  single  source  of  private  funds  for 
cancer  research.  In  fiscal  year  1994,  the  Society  invested  over  $100  million  in  research  - 
almost  27%  of  its  budget.  To  date,  the  Society  has  invested  more  than  $1.6  billion  in  cancer 
research.  All  American  Cancer  Society  programs  have  been  supported  entirely  by  privately- 
raised  funds.    We  appreciate  the  opportunity  to  submit  this  testimony  to  the  Senate  Labor, 
Health  and  Human  Services,  Education  and  Other  Agencies  Appropriations  Subcommittee. 

We  are  asking  for  your  consideration  and  continuing  support  during  fiscal  year  (FY) 
1996  of  a  number  of  cancer-related  programs  under  the  jurisdiction  of  this  Subcommittee.  In 
making  our  recommendations  we  want  to  call  your  attention  to  an  important  report  issued  in 
November  1994  by  the  National  Cancer  Advisory  Board  at  the  request  of  this  Subcommittee. 
As  you  are  aware,  the  mandate  by  this  Subcommittee  to  NCAB  was  to  evaluate  the  National 
Cancer  Program  (NCP),  specifically  by  assessing  achievements  to  date,  identifying  barriers 
to  reducing  the  burden  of  cancer,  and  recommending  future  research  and  NCP  directions. 
Cancer  at  a  Crossroads:  A  Report  to  Congress  for  the  Nation  makes  clear  that  there  have 
been  great  successes  to  date,  and  that  we  have  reached  a  point  of  unprecedented  challenge 
and  opportunity  to  reduce  our  enormous  cancer  burden.  The  Report  clarifies  the  role  of  a 
public-private  partnership  for  carrying  out  the  NCP  and  calls  for  national  level  coordination 
to  maximize  resources  and  ensure  efficiencies  in  the  Program.  The  American  Cancer  Society 
applauds  the  National  Cancer  Advisory  Board  for  its  analysis,  and  lends  its  support  to  the 
key  recommendations  of  this  Report.  You  are  familiar  with  them,  but  their  importance  in 
influencing  your  funding  recommendations  require  that  we  highlight  a  few  key  points. 

•  Many  people  -  especially  the  poor,  elderly,  and  uninsured  -  receive  inadequate  cancer 
care.  We  have  not  disseminated  current  knowledge  adequately  or  equally. 

•  Current  laws,  public  policy,  and  government  regulation  undermine  cancer  prevention, 
treatment  and  control  efforts.  The  panel  emphasized  the  inconsistencies  relating  to 
tobacco  control  and  other  lifestyle  issues,  and  cited  regulations  and  red  tape  which 
prevents  the  rapid  dissemination  of  knowledge  to  individual  patients. 

•  There  is  a  failure  to  support  "translational"  research  to  rapidly  develop  cancer-fighting 
advances. 
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•  Current  investment  is  insufficient  to  capitalize  on  unprecedented  opportunities  in  basic 
science  research. 

We  urge  you  to  carefully  consider  the  recommendations  in  Cancer  at  a  Crossroads,  and 
use  the  document  as  a  blueprint  for  action.  The  American  Cancer  Society  recognizes  the 
extraordinary  challenges  before  you  in  reconciling  the  public  welfare  with  the  economic 
health  of  this  nation.  We  understand  current  federal  funding  constraints  and  the  desire  to 
balance  the  federal  budget;  we  do  not  present  our  funding  recommendations  lightly. 
However,  we  believe  the  right  decisions  can  be  made  by  reviewing  programs  within  a 
framework  which  examines:  human  and  economic  impact  of  a  specific  disease;  demonstrated 
efficacy  of  the  program  or  intervention;  and  public-private  partnership  in  implementing 
programs. 

First,  a  look  at  the  magnitude  of  the  cancer  problem.  Numerous  studies  have  shown 
that  cancer  is  the  health  concern  that  Americans  fear  the  most.  This  year,  an  estimated 
1,252,000  Americans  will  be  diagnosed  with  cancer.  This  does  not  include  carcinoma  in  situ 
and  basal  and  squamous  cell  skin  cancers.  About  547,000  people  will  die  of  cancer  in  1995 
-  nearly  1,500  people  a  day.  There  has  been  a  steady  rise  in  the  cancer  mortality  rate  in  the 
U.S.  in  the  last-half  century.  The  major  cause  of  this  increase  has  been  lung  cancer. 
Significantly,  death  rates  for  many  major  cancer  sites  have  leveled  off  or  declined  over  the 
past  50  years.  If  lung  cancer  deaths  were  excluded,  cancer  mortality  would  have  declined 
14%  between  1950  and  1990.  Overall,  4  in  10  persons,  or  about  40%  who  get  cancer  this 
year,  will  be  alive  5  years  after  diagnosis.  The  gain  from  1  in  3  in  the  1960s  to  4  in  10  now 
represents  over  88,000  persons  each  year. 

Early  detection  and  prompt  treatment  of  cancer  improves  chances  for  long-term 
survival.  Routine  screening  and  self-examinations  can  detect  cancers  of  the  breast,  tongue, 
mouth,  colon,  rectum,  cervix,  prostate,  testis,  and  melanoma  at  an  earlier  stage  when 
treatment  is  more  likely  to  be  successful.  These  sites  include  nearly  half  of  all  new  cases  of 
cancer.  Of  those  persons  diagnosed  in  1995,  about  100,000  more  would  survive  if  their 
cancers  were  detected  in  a  localized  stage  and  treated  promptly. 

Cancer  is  now  the  second  leading  cause  of  death  in  the  United  States;  within  five 
years  it  will  surpass  heart  disease  as  the  leading  cause  of  death.  The  financial  costs  of 
cancer  are  great  both  for  the  individual  and  for  society  as  a  whole.  Cancer  accounts  for 
about  10%  of  the  total  cost  of  disease  in  the  United  States.  Yet  its  share  of  the  total  cost  of 
premature  deaths  was  about  18%  of  all  causes  of  death  in  1985.  The  National  Cancer 
Institute  estimates  overall  costs  for  cancer  at  $104  billion. 

Cancer  incidence  and  mortality  rates  are  generally  higher  for  African  Americans  than 
for  whites.  In  1995,  about  120,000  new  cancers  will  be  diagnosed  among  African 
Americans  and  35,000  among  other  U.S.  minority  populations.  Incidence  and  mortality  rates 
differ  significantly.  A  considerable  part  of  this  difference  in  survival  can  be  attributed  to  late 
diagnosis.  Because  cancer  risk  is  strongly  associated  with  lifestyle  and  behavior,  differences 
in  ethnic  and  cultural  groups  can  provide  clues  to  factors  involved  in  the  development  of 
cancer.  Income  and  education  -  leading  variables  for  socioeconomic  status  -  are  predictors  of 
health  behavior. 

It  is  clear  from  these  data  that  cancer  is  a  significant  public  health  problem  which 
requires  full  commitment  of  our  resources  -  public  and  private  -  to  continue  our  progress  in 
fighting  this  disease.  The  second  point  in  our  framework  calls  for  making  funding  decisions 
based  on  efficacy  of  the  intervention  in  achieving  desired  results.  The  American  Cancer 
Society  believes  that  your  investment  in  the  National  Institutes  of  Health  (NIH),  specifically 
the  National  Cancer  Institute  (NCI),  the  Centers  for  Disease  Control  and  Prevention  (CDC), 
the  Agency  for  Health  Care  Policy  and  Research  (AHCPR),  and  specific  initiatives  of  the 
Department  of  Health  and  Human  Services  such  as  "Healthy  People  2000",  "National  Action 
Plan  on  Breast  Cancer,"  minority  health/cancer  programs  and  others  will  continue  to  pay 
dividends. 
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Our  current  investment  in  cancer  research  is  insufficient  if  we  are  to  take  full 
advantage  of  opportunities.  The  use  of  the  computer  in  the  biological  sciences  will  have  an 
even  greater  impact  than  the  microscope  in  the  17th  and  18th  century.  Computers  have 
revolutionized  our  ability  to  understand  molecular  biology;  that  will  lead  to  great  strides  in 
risk  prediction,  prevention,  and  treatment  of  cancer.  The  NCI  has  set  an  aggressive,  yet 
realistic  and  steady  course  towards  eliminating  cancer,  as  described  in  the  "bypass  budget" 
submitted  directly  to  President  Clinton.  A  review  of  the  major  program  assumptions  of  the 
FY  1996  "bypass  budget"  details  a  balanced  program  of  basic  and  clinical  research,  with 
special  emphasis  on  critical  programs  such  as  women's  health,  prostate  cancer,  and  ASSIST 
(tobacco  control)  -  programs  which  meet  our  goal  for  quality  and  efficacy.  Our  ultimate  goal 
as  a  nation  is  to  fulfill  the  promise  of  cancer  research  and  achieve  the  "bypass  budget" 
request  of  $3,640  billion  for  FY  1996.  As  an  interim  measure,  parity  of  funding  for  NCI 
with  that  of  the  entire  NIH  is  a  top  priority.  According  to  the  National  Coalition  of  Cancer 
Research  (NCCR),  the  NIH  as  a  whole  has  enjoyed  a  15%  increase  in  federal  funding  since 
1980  (in  constant  dollars),  compared  to  a  1%  increase  for  the  NCI.  At  the  very  least,  we 
must  not  undergo  a  decrease  in  federal  funding  of  cancer  research.  Parity  with  the  NIH  is 
critical,  but  we  recognize  that  it  will  not  happen  overnight.  For  this  reason,  the  American 
Cancer  Society  joins  with  its  colleague  members  of  the  National  Coalition  for  Cancer 
Research  in  calling  for  a  minimum  10%  increase  for  NCI  in  fiscal  year  1996. 

It  is  critical  that  we  do  all  we  can  to  translate  what  we  learn  through  research  and 
apply  it  adequately  and  equally  to  all  people.  The  Centers  for  Disease  Control  and 
Prevention  (CDC),  working  with  States,  began  in  1989  to  lay  the  groundwork  for  building 
core  chronic  disease  prevention  programs.  These  programs  have  been  developed  with  broad 
participation  by  community-based  groups  like  the  American  Cancer  Society  -  and  have  been 
continuously  evaluated  as  to  their  success.  Our  FY  1996  funding  recommendations  for  CDC 
of  $2.5  billion  includes  specific  funding  for  priority  cancer  control  initiatives,  as  outlined 
below.  We  are  aware  that  there  is  some  discussion  about  consolidation  of  CDC  programs. 
It  is  the  view  of  the  american  Cancer  Society  that  this  change  would  not  well  serve  cancer 
control  efforts  in  this  country. 

Cigarette  smoking  remains  the  single  largest  preventable  cause  of  premature  death  in 
the  United  States.  Significantly,  90%  of  smokers  start  before  the  age  of  18.  The  American 
Cancer  Society,  the  American  Heart  Association,  and  the  American  Lung  Association  - 
united  as  the  Coalition  on  Smoking  OR  Health  -  supports  $30  million  in  FY  1996  for  the 
Office  on  Smoking  and  Health  and  other  programs  aimed  at  decreasing  youth  access  to 
deadly  tobacco  products. 

Although  the  regulatory  moratorium  on  all  new  Federal  regulations  has  apparently 
been  stalled  in  the  Senate,  it  is  still  a  threat  in  conference  from  the  House.  The  American 
Cancer  Society  does  not  support  the  moratorium  or  the  alternative  of  a  45-day  Congressional 
oversight  period  for  all  new  regulations.  Although  there  is  a  provision  in  the  bills  which 
would  allow  regulation  considered  a  "threat  to  the  imminetn  health  and  safety"  to  be  exempt, 
the  definitions  of  these  terms  are  unclear  and  lead  the  ACS  to  be  concerned.  In  addition,  we 
strongly  oppose  any  attempt  by  the  tobacco  industry  to  insert  a  provision  in  the  legislation  to 
block  the  Food  and  Drug  Administration  from  any  responsible  action  towards  tobacco. 
Tobacco  kills  more  than  400,000  people  every  year,  more  than  1  in  5  deaths  in  the  U.S.  In 
addition,  health  care  and  lost  productivity  from  tobacco-related  diseases  cost  the  country 
more  than  $100  billion  a  year.  These  are  not  abstractions  and  statistics.  Many  of  the  ACS 
volunteers  see  them  every  day.  Clearly  tobacco  meets  any  criteria  of  imminent  risk.  The 
tobacco  industry  is  a  special  interest  that  makes  enormous  profits  while  marketing  a  product 
that  addicts  and  kills  hundreds  of  thousands  of  people  every  year,  while  sapping  our 
economy.  The  industry  deserves  no  special  treatment  under  this  bill.  If  there  is  to  be  any 
special  tobacco  consideration,  it  should  be  to  direct  FDA  to  move  with  all  deliberate  speed. 

The  American  Cancer  Society  was  a  strong  supporter  of  legislation  authorizing  the 
National  Program  of  Cancer  Registries  (NPCR),  also  administered  by  the  CDC.  In 
conjunction  with  NCI's  SEER  program,  and  the  National  Cancer  Data  Base  sponsored  by  the 
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American  Cancer  Society  and  American  College  of  Surgeons,  the  purpose  of  the  NPCR  is  to 
expand  surveillance  efforts  to  analyze  incidence  and  mortality  data  crucial  to  the  planning, 
implementation,  and  evaluation  of  public  health  programs.  Thirty-seven  states  have 
expanded  their  cancer  registry  programs  since  the  establishment  of  NPCR.  The  American 
Cancer  Society  requests  $30  million  for  NPCR  in  FY  1996  to  sustain  the  program  and  build 
capacity  in  other  states. 

Recently,  Health  and  Human  Services  Secretary  Donna  Shalala  announced  that  the 
death  rate  for  breast  cancer  in  American  women  declined  4.7  percent  between  1989  and 
1992,  the  largest  such  short-term  decline  in  the  U.S.  for  this  disease  since  1950.  This  is  an 
exciting  and  recent  example  of  how  our  investments  in  proven  health  interventions  is  paying 
off.  Secretary  Shalala  reported  that  for  white  women,  the  decline  in  mortality  occurred  in 
nearly  every  age  group.  Disturbingly,  breast  cancer  mortality  rates  in  African  American 
women  actually  increased  2.6  percent  over  the  same  period.  As  mentioned  above,  these 
differences  can  be  accounted  for  primarily  by  socioeconomic  factors  which  impact 
information  about  and  access  to  health  care  services. 

The  overall  data  are  very  encouraging,  since  the  results  are  attributable  to  widespread 
screening  using  mammography  and  the  use  of  adjuvant  therapy  in  treatment.  The  American 
Cancer  Society  takes  great  pride  in  its  role  in  investing  in  research  and  public  and 
professional  education  programs  which  have  had  an  impact  on  women's  awareness  and  use  of 
screening  procedures  for  breast  cancer.  While  we  must  continue  our  research  efforts  into  the 
cause  and  cure  for  the  disease,  the  data  compel  us  to  expand  and  continue  our  efforts  to 
reach  all  women.  The  American  Cancer  Society  believes  that  continued  investment  and 
expansion  of  CDC's  Breast  and  Cervical  Cancer  Control  program  (BCCCP)  -  targeted  at 
minorities  and  older  women  -  will  help  us  save  the  lives  of  all  women.  The  BCCCP  is  an 
excellent  example  of  a  proven  intervention  which  relies  on  a  public-private  partnership  of 
community-based  cancer  coalitions  to  identify  and  break  down  barriers  to  use  of  breast  and 
cervical  cancer  screening.  The  American  Cancer  Society  works  closely  with  CDC  as  a  key 
partner,  and  has  invested  its  resources  -  volunteers  and  staff,  public  education  materials,  and 
program  dollars  in  many  of  the  26  states  which  have  received  funding  for  comprehensive 
programs  to  date.  Our  FY  1996  funding  request  for  the  BCCCP  is  $200  million. 

As  the  primary  committee  responsible  for  determining  spending  priorities,  we  urge 
you  to  carefully  consider  the  information  and  provide  the  highest  funding  possible  for  these 
critical  cancer  programs.  This  includes  our  request  for  $3.64  billion  for  the  National  Cancer 
Institute,  or  a  minimum  10%  increase  over  fiscal  year  1995  funding,  and  $2.5  billion  for  the 
Centers  for  Disease  Control  and  Prevention.  We  urge  you  to  find  a  balanced  approach  to 
funding  these  component  parts  of  the  National  Cancer  Program.  The  mission  of  one  agency, 
to  conduct  basic  and  clinical  research  into  the  cause  and  cure  for  cancer,  is  only  meaningful 
if  that  knowledge  is  translated  into  practical  interventions  for  the  health  of  our  citizens  -  the 
mission  of  the  other  agency.  It  is  also  important  to  emphasize  that  our  success  in  controlling 
cancer  at  the  local  level  is  due  primarily  to  our  ability  to  direct  funds  to  States  for  the 
development  of  quality  programs  in  breast  and  cervical  cancer  screening,  education  about 
prostate  cancer,  development  of  comprehensive  school  health  education  programs,  education 
about  the  role  that  diet  and  nutrition  play  in  a  healthy  lifestyle,  and  tobacco  control.  The 
American  Cancer  Society  supports  the  concepts  of  streamlining  programs  and  providing 
maximum  flexibility  for  States  in  targeting  high  priority  health  programs  in  their 
communities  -  particularly  chronic  disease.  However,  history  has  shown  that  unless  adequate 
funds  are  set  aside  for  this  purpose,  disease  prevention  and  health  promoting  activities  often 
take  a  backseat  to  more  immediate  health  needs.  A  prudent,  long-term  investment  in  public 
health  requires  activities  in  a  number  of  critical  areas:  chronic  disease  prevention,  injury 
control,  infectious  disease,  and  prevention  and  health  promotion. 

In  conclusion,  the  American  Cancer  Society  takes  seriously  its  role  as  a  private  sector 
partner  in  the  War  on  Cancer.  The  Mission  of  the  American  Cancer  Society  embraces  the 
concept  of  private  initiative  as  a  complement  to  publicly-funded  programs.  We  believe  the 
programs  recommended  for  funding  represent  the  best  and  greatest  opportunities  for  federal 
support  for  the  National  Cancer  Program,  and  for  maximizing  resources  through 
collaborative  efforts  with  groups  like  the  American  Cancer  Society. 
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STATEMENT  OF  J.  WARD  KENNEDY,  M.D.,  PRESIDENT,  THE  AMERICAN 
COLLEGE  OF  CARDIOLOGY  [ACC] 

Mr.  Chairman,  and  members  of  the  Subcommittee,  I  am  J.  Ward  Kennedy,  M.D.,  President  of 
the  American  College  of  Cardiology  (ACC)  and  Professor  of  Medicine  and  Director  of  the 
Division  of  Cardiology  at  the  University  of  Washington,  Seattle.  I  am  very  pleased  to  submit 
this  testimony  on  behalf  of  the  American  College  of  Cardiology,  a  22,000  member  non-profit 
professional  medical  society  and  teaching  institution  whose  mission  is  to  foster  optimal 
cardiovascular  care  and  disease  prevention  through  professional  education,  promotion  of 
research,  and  leadership  in  the  development  of  standards  and  guidelines  and  the  formulation  of 
health  care  policy. 

As  members  of  the  Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and 
Related  Agencies  you  realize  the  unique  role  that  the  National  Institutes  of  Health  (NIH)  play 
in  addressing  the  nation's  and  the  world's  health.  Over  the  years  this  committee  ensured  that 
the  Institutes  received  the  funding  necessary  to  fulfill  its  mission  as  the  nation's  catalysts  for 
quality  medical  research  in  the  basic  and  clinical  sciences.  Historically,  many  advances  in 
medicine  are  the  direct  result  of  the  research  sponsored  by  or  performed  at  the  NIH. 

I  specifically  support  the  National  Heart.  Lung,  and  Blood  Institute  (NHLBI),  the  Institute 
charged  with  enhancing  the  prevention,  diagnosis,  and  treatment  of  cardiovascular  disease.  It 
too  continues  to  fulfill  its  mission  and  has  been  the  impetus  for  the  miraculous  advances  in  the 
treatment  and  prevention  of  cardiovascular  disease  unheard  of  only  a  decade  ago.  In  fact,  the 
death  rate  from  cardiovascular  disease  in  1992  was  down  nearly  25  percent  from  that  just  a 
decade  prior.  One  in  four  Americans  who  would  have  otherwise  died  from  a  heart  attack  in 
1982  were  alive  to  see  1992,  in  large  part,  because  of  these  advances.  The  NHLBI's 
programs  and  leadership  have  been  crucial  to  this  success. 

Many  of  the  major  health  accomplishments  in  the  past  decade  are  either  directly  or  indirectly  a 
result  of  the  efforts  of  the  NHLBI.  Diagnostic  imaging  and  clot-dissolving  drugs  to  treat  heart 
attacks  have  drastically  improved  the  way  we  manage  patients  with  coronary  heart  disease  and 
lowered  mortality.  The  emergence  of  new  diagnostic  imaging  techniques  means  faster  and 
more  accurate  diagnoses  thereby  reducing  patient  risk  and  increasing  our  ability  to  target 
intervention.  New  treatments  using  clot-dissolving  drugs,  called  thrombolytic  therapy,  have 
contributed  significantly  to  the  number  of  lives  saved  over  the  past  decade  and  hold  promise 
for  the  treatment  of  heart  disease  in  the  future. 

Yet.  it  is  obvious  to  all  of  us  that  the  problem  has  not  been  solved.  Recently,  the  American 
Heart  Association  (AHA)"announced  that  heart  disease  and  stroke  still  account  for  more  than 
42  percent  of  all  deaths.  Heart  disease  is  still  the  number  one  killer  in  the  United  States  for 
both  men  and  women.  It  is  for  this  reason  that  the  American  College  of  Cardiology 
vigorously  supports  increased  funding  for  NHLBI  in  FY  1996. 

As  physicians,  many  of  our  members  are  also  small  business  men  and  women  and  we  are  all 
taxpayers.  We  are  sensitive  to  current  fiscal  constraints.  Nevertheless,  precisely  because  of 
the  promise,  in  saved  lives  and  saved  costs,  we  believe  that  advances  in  the  treatment  of 
cardiovascular  disease  must  continue  and  that  funding  for  the  NHLBI  should  be  increased  to 
the  maximum  that  this  committee  can  provide.  This  is,  of  course,  of  great  importance  to  both 
Medicare  and  Medicaid  budgets.  In  fact,  from  a  budget  perspective,  advances  in  the 
prevention  and  treatment  of  heart  disease  often  translate  directly  into  saved  expenditures.  For 
example,  the  development  of  a  new  blood-test  sponsored  by  the  NHLBI  can  diagnose  or  rule 
out  acute  myocardial  infarction,  or  heart  attack,  within  the  first  6  hours  after  the  onset  of 
symptoms.  According  to  NHLBI  estimates,  this  innovation  could  save  roughly  $4  billion  per 
year  in  inpatient  hospital  expenditures.  But  more  importantly,  it  will  allow  patients  to  go 
home  from  the  hospital  without  the  anxiety  or  expense  of  admission  to  a  coronary  care  unit. 
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Last  year  the  Congress  allocated  a  4.1  percent  increase  in  overall  funding  for  the  NIH. 
However,  while  the  NIH  received  a  4.1  percent  increase,  the  NHLBI  received  only  a  2.9 
percent  increase.  Unfortunately,  the  President's  FY  1996  budget  request  exacerbates  this 
trend  with  a  request  for  the  NIH  that  includes  an  increase  of  4.1  percent  but  only  a  3.1  percent 
increase  for  the  NHLBI.  We  realize  that  the  administration  and  appropriators  must  balance 
priorities  among  many  diseases  and  programs;  however,  it  is  because  of  the  generous  support 
given  the  fight  against  heart  disease  that  we  have  made  such  strides  in  the  past.  We  cannot 
slow  this  fight.  We  ask  that  you  continue  to  fund  these  initiatives  and,  at  a  base 
minimum,  maintain  parity  with  the  NHLBI's  funding  to  the  other  Institutes. 

We  are  also  concerned  that  the  administration  did  not  choose  to  include  funding  for  the  NIH  as 
a  "protected"  program  in  its  FY  1996  budget  request.  Because  the  administration  did  not 
choose  to  "protect"  biomedical  research,  the  administration  proposes  that  it  be  subject  to  the 
budget  reductions  slated  for  the  outlying  years  in  its  budget  request.  It  is  also  disheartening  to 
hear  of  potential  NIH  budget  reductions  from  Members  of  Congress.  These  trends  do  not 
bode  well  for  the  future  of  biomedical  funding.  I  urge  you  to  continue  to  ensure  that 
biomedical  research  funding  is  shielded  from  efforts  to  balance  the  budget. 

We  urge  you  to  support  the  following  activities  of  the  NHLBI.  and  we  argue  that  they  are  vital 
to  improving  the  diagnosis  and  treatment  of  heart  conditions,  prolonging  lives  and  improving 
the  quality  of  life  for  the  American  public  we  serve. 

EDUCATION 

Education  is  fundamental  to  the  Institute's  mission.  Funding  from  the  Institute  allows  the 
medical  community  and  the  American  people  to  capitalize  on  the  advances  in  the  treatment, 
diagnoses,  and  prevention  of  heart  disease.  In  addition,  the  Institute's  public  education 
programs  provide  information  directly  to  patients,  families  and  health  professions.  These 
programs  complement  the  efforts  of  the  American  College  of  Cardiology,  the  American  Heart 
Association  and  others. 

NUTRITION  AND  PHYSICAL  ACTIVITY 

The  NHLBI  continues  to  make  considerable  progress  in  understanding  the  roles  of  behavior 
and  nutrition  in  cardiovascular  disease  and  has  increased  its  portfolio  of  research.  This 
research  has  significant  implications  for  public  health.  Lifestyle  changes  resulting  from  this 
new  knowledge  will  result  in  Americans  leading  longer  and  healthier  lives. 

GENETICS  AND  MOLECULAR  MEDICINE 

NHLBI-initiated  research  seeks  to  better  understand  the  relationship  between  genetics  and  the 
cardiovascular  system.  The  Institute  supports  efforts  to  identify,  map,  and  clone  human  genes 
so  that  the  role  of  gene  expression  and  gene  regulation  will  one  day  be  fully  understood. 
Several  of  the  Institute's  projects  include  the  following:  exploring  the  relationship  between 
genes  and  nutrients  in  the  identification,  treatment,  and  repair  of  congenital  heart  defects; 
investigating  and  mapping  the  genes  responsible  for  hypertension;  and  encouraging  research 
and  studies  into  gene  transfer  and  its  applications  in  the  treatment  of  cardiovascular  diseases. 
Gene  transfer  technologies  hold  particular  promise,  as  researchers  hope  that  it  will  ultimately 
result  in  the  ability  to  stimulate  the  heart  to  grow  blood  vessels  to  carry  blood  around 
obstructed  arteries. 

MINORITIES 

While  the  overall  death  rate  from  cardiovascular  disease  has  dropped  significantly  in  recent 
years,  the  drop  has  been  much  less  for  African- Americans  than  for  whites.  African- Americans 
also  suffer  disproportionately  from  hypertension.  The  NHLBI  continues  to  emphasize  the 
importance  of  including  minorities  in  clinical  research  and  trials  and  is  supporting  research  to 
advance  the  understanding  of  ischemic  heart  disease  and  atherosclerosis  in  African  Americans 
and  other  minorities. 
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WOMEN'S  HEALTH 

According  ro  recent  figures  from  the  AHA,  heart  disease  is  the  number  one  killer  of  women 
between  ages  65  and  84.  The  Institute  continues  to  work  to  include  women  in  clinical 
research  and  trials  and  has  initiated  several  programs  devoted  exclusively  to  women.  These 
programs  include  studies  to  improve  the  diagnostic  reliability  of  cardiovascular  testing  in 
evaluating  ischemic  heart  disease  in  women,  and  trials  to  examine  the  effect  of  hormonal 
replacement  and/or  antioxidant  to  inhibit  and  treat  atherosclerosis. 

OTHER  AREAS  OF  RESEARCH 

Other  areas  of  important  research  being  conducted  and  new  initiatives  being  implemented  by 
the  National  Heart,  Lung,  and  Blood  Institute  include  the  following: 

•  Specialized  Centers  of  Research  ($CQRS)  in  Ischemic  Heart  Disease,  Sudden  Cardiac 
Death,  and  Heart  Failure  (to  begin  in  FY  1995)— This  program  will  foster  an  integrated 
research  approach  to  study  these  designated  diseases.  The  combination  of  basic  and 
clinical  research  should  foster  improved  diagnosis,  treatment,  and  prevention. 

•  Beta-Blockers  in  Heart  Failure  Trial  (to  begin  in  FY  1995)--This  initiative  will  try  to 
determine  the  impact  on  mortality  by  using  beta-blockers  in  addition  to  standard 
therapy  in  patients  with  moderate  to  severe  congestive  heart  failure. 

•  Anti-Hypertensive  and  Lipid-Lowering  Treatment  to  Prevent  Heart  Attack  Trial 
(ALLHAT)  (Begun  on  September  2.  1994)-This  clinical  trial  is  attempting  to 
determine  the  efficacy  of  newer  antihypertensive  agents  (ACE  inhibitors,  calcium 
channel  blockers,  and  alpha  blockers)  versus  diuretics  in  reducing  the  incidence  of 
coronary  heart  disease  and  the  effect  of  the  reduction  of  serum  cholesterol  in  patients 
with  moderate  levels  of  cholesterol. 


NATIONAL  INSTITUTE  ON  AGING 

The  number  of  deaths  from  cardiovascular  disease  and  the  number  of  Americans  suffering 
from  cardiovascular  diseases  increases  significantly  with  age.  According  to  the  AHA,  it  is  the 
main  cause  of  death  and  disability  in  Americans  over  65.    The  National  Institute  on  Aging 
supports  over  $25  million  in  cardiovascular  disease-related  research.  Recent  extramural 
research  initiatives  have  focused  on  the  relationship  between  vascular  function  and  congestive 
heart  failure  in  addition  to  other  vascular  studies.  The  ACC  supports  increased  funding  for 
these  efforts  and  supports  an  increase  over  last  year's  level. 

NATIONAL  LIBRARY  OF  MEDICINE 

The  College  would  also  like  to  voice  continued  strong  support  for  the  work  of  the  National 
Library  of  Medicine  (NLM).  The  NLM  has  the  world's  largest  collection  of  medical  books 
and  journals  and  is  a  leader  in  computerizing  medical  data.  The  world  is  moving  swiftly 
towards  the  information  superhighway  and  physicians  are  increasingly  turning  to  their  personal 
computers  to  access  needed  data  and  clinical  information.  The  NLM  has  entered  the 
information  age  and  has  made  much  of  its  resources  directly  accessible  to  the  medical 
community  via  personal  computer.  Physicians  can  directly  access  the  NLM's  medical  data 
from  their  offices  or  homes.  This  improved  access  to  clinical  information  translates  into 
quicker  diagnoses  and  higher  quality  health  care  for  all  Americans.  NLM-sponsored  projects 
are  increasing  the  uses  of  computer  applications  in  medicine  -  from  information  sharing  to 
information  access  in  remote  areas.  The  implications  of  the  NLM's  efforts  are  far  reaching 
and  crucial  as  medicine  progresses  into  the  information  age. 
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CLOSING  REMARKS 

The  U.S.  is  the  world's  leader  in  the  development  of  new  treatments  and  technologies.  We 
have  the  best'  and  most  available  specialty  care  in  the  world.  Technology  and  innovation  are 
the  key  components  for  making  progress  in  the  treatment  of  cardiovascular  disease.  The  past 
decade's  success  in  the  fight  against  heart  disease  stems  directly  from  these  innovations.  Yet 
some  argue  that  technology  drives  up  the  cost  of  care.  This  is  not  a  symptom  of  medical 
progress  alone  but  a  combination  of  many  factors.  The  rising  cost  of  care  demands  that  we 
develop  better  ways  of  assessing  effectiveness  and  outcomes,  not  reductions  in  the  support  of 
basic  and  clinical  research.    It  is  essential  that  appropriators  distinguish  between  these  costs. 
Our  medical  research  investment  has  resulted  in  the  development  of  diagnostic  tools, 
treatments,  and  cures  previously  unimaginable.  Now  is  not  the  time  for  retrenchment  but  for 
reaffirmation  of  our  commitment  to  the  support  of  cardiovascular  research. 

In  summary,  the  American  College  of  Cardiology  would  like  to  stress  the  critical  importance 
of  cardiovascular  research  and  the  contributions  of  the  National  Heart.  Lung,  and  Blood 
Institute  to  the  advancement  of  cardiovascular  care  for  all  people.  At  a  minimum,  we  ask  that 
you  maintain  parity  of  funding  among  the  Institutes. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  submit  a  statement  to  the  Subcommittee. 


STATEMENT  OF  THE  AMERICAN  COLLEGE  OF  PREVENTIVE  MEDICINE 
AND  THE  ASSOCIATION  OF  TEACHERS  OF  PREVENTIVE  MEDICINE 

The  American  College  of  Preventive  Medicine  (ACPM)  and  the  Association  of  Teachers 
of  Preventive  Medicine  (ATPM)  are  pleased  to  submit  jointly  this  statement  concerning 
appropriations  for  federal  activities  in  disease  prevention  and  health  promotion.  ACPM  is  the 
national  medical  specialty  society  of  physicians  whose  primary  interest  and  expertise  are  in 
preventive  medicine.  ATPM  is  the  professional  organization  of  academic  departments,  faculty 
and  others  concerned  with  undergraduate  and  postgraduate  medical  education  in  preventive 
medicine.  Together,  these  organizations  are  proud  to  offer  the  public  a  high  degree  of 
knowledge  and  skill  in  disease  prevention  and  health  promotion. 

ACPM  and  ATPM  urge  the  Subcommittee  to  maintain  federal  support  for  prevention. 
In  particular,  we  urge  at  the  minimum  continued  funding  at  Fiscal  Year  1994  levels  for 
preventive  medicine  training  and  for  training  other  public  health  professionals.  We  urge 
increases  for  the  activities  of  the  Centers  for  Disease  Control  and  Prevention  and  for  the 
invaluable  work  of  the  Office  of  Disease  Prevention  and  Health  Promotion  in  the  Office  of  the 
Assistant  Secretary  for  Health. 

We  are  well  aware  of  the  fiscal  constraints  that  this  Subcommittee  faces  and  we  do  not 
make  these  recommendations  lightly.  However,  we  are  deeply  concerned  that  weakening  our 
nation's  efforts  in  disease  prevention  and  health  promotion  will  become  an  unintended 
consequence  of  necessary  reductions  in  discretionary  appropriations.  At  a  time  when  the  private 
sector  is  struggling  mightily  to  contain  medical  care  costs,  the  nation  can  ill  afford  a  diminution 
in  public  health  efforts  to  prevent  disease  that  only  the  government  can  conduct. 

Training  in  Preventive  Medicine  and  Public  Health 

Prevention,  in  its  broadest  sense,  is  practiced  by  all  physicians  and  other  health 
professionals  who  help  their  patients  stay  healthy.  It  also  is  the  principal  goal  of  our  nation's 
state  and  local  health  departments,  who  perform  core  functions  in  health  protection  and 
promotion  that  no  single  private  institution  or  health  provider  can  fulfill.  The  specialty  of 
preventive  medicine  bridges  the  gap  between  the  perspectives  of  clinical  medicine  and  public 
health. 
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The  tools  of  preventive  medicine  are  the  population-based  health  sciences,  including 
epidemiology,  biostatistics,  environmental  and  occupational  health,  planning,  management  and 
evaluation  of  health  services,  and  the  social  and  behavioral  aspects  of  health  and  disease.  These 
are  the  classic  tools  of  practice  in  public  health  agencies,  but  they  have  grown  in  importance  in 
other  health  care  settings  where  there  is  increasing  recognition  that  improving  the  health  of  a 
patient  population  and  reducing  the  costs  of  medical  care  also  require  application  of  the 
population-based  health  sciences. 

Departments  of  preventive  medicine,  community  medicine,  or  social  medicine  in  medical 
schools,  schools  of  public  health,  and  preventive  medicine  residency  programs  (which  are 
located  in  medical  schools,  schools  of  public  health,  and  a  few  health  departments),  are  the  loci 
of  expertise  in  the  population-based  health  sciences.  Federal  support  for  preventive  medicine 
training  and  public  health  training  is  essential  to  help  meet  the  workforce  needs  not  only  of 
public  health  departments,  but  also  of  a  rapidly-evolving  health  care  system  that  must  be  cost- 
effective  and  accountable. 

The  small  sums  appropriated  for  preventive  medicine  residency  training  under  Title  VII 
have  been  the  exclusive  federal  support  for  programs  training  physicians  in  general  preventive 
medicine  and  public  health  (other  than  the  residency  programs  conducted  by  the  Centers  for 
Disease  Control  and  Prevention  and  the  military).  Medicare  graduate  medical  education  funds 
have  been  largely  unavailable  to  these  programs  because  they  are  based  not  in  hospitals  but  in 
community  outpatient  and  public  health  settings.  Because  preventive  medicine  programs  derive 
little  or  no  revenue  from  one-on-one  patient  care,  this  common  source  of  funds  for  physician 
training  also  is  unavailable. 

Currently,  residency  programs  scramble  to  patch  together  funding  packages  for  their 
residents.  Funding  from  any  source  is  available  for  only  60%  of  preventive  medicine  residency 
positions.  The  remainder  of  the  openings  go  unfilled  due  to  lack  of  funds,  and  potential 
applicants  must  be  turned  away. 

A  1991  survey  of  all  1070  graduates  of  general  preventive  medicine/public  health 
residency  programs  from  1979  to  1989  conducted  by  Battelle,  an  independent  consultant  under 
contract  to  the  Centers  for  Disease  Control  and  Prevention  and  the  Health  Resources  and 
Services  Administration  provided  a  clear  picture  of  the  accomplishments  of  the  training  programs 
and  the  impact  of  these  federal  funds.  A  majority  of  the  graduates  have  initiated  or  managed 
major  programs  in  prevention  and  control  of  infectious  disease,  chronic  disease,  sexually 
transmitted  diseases,  or  maternal  and  child  health.  In  addition  to  creating  and  running 
community  health  programs  such  as  these,  60%  of  the  graduates  engage  in  research  in  disease 
prevention  and  health  promotion,  and  70%  also  take  care  of  individual  patients. 

This  survey  also  documented  that  funds  invested  in  training  these  physicians  have  a 
lasting  impact.  Ninety  percent  of  preventive  medicine  graduates  remain  involved  in  public 
health  or  preventive  medicine.  Moreover,  Title  VII  funds  were  shown  to  be  directly  related 
to  the  viability  of  preventive  medicine  residency  programs.  In  programs  that  have  received 
federal  grants,  the  number  of  graduates  has  more  than  doubled  since  1983.  Conversely,  the 
number  of  graduates  of  programs  that  no  longer  receive  federal  funds  has  decreased 
significantly. 

The  training  of  public  health  professionals  is  closely  linked  to  preventive  medicine,  the 
nation's  25  schools  of  public  health  provide  training  for  physician  specialists  in  preventive 
medicine  as  well  as  for  many  other  health  professionals  who  comprise  our  public  health 
workforce.  In  addition  to  the  shortage  of  physicians  trained  in  preventive  medicine,  there  are 
shortages  of  epidemiologists,  biostatisticians,  environmental  and  occupational  health  specialists, 
public  health  nutritionists  and  public  health  nurses.  Title  VII  also  supports  public  health 
training,  and  maintenance  of  funding  for  health  professions  education  will  enable  efforts  to  build 
the  nation's  cadre  of  prevention  professionals  to  continue. 
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Centers  for  Disease  Control  and  Prevention 

Physicians  working  in  preventive  medicine  and  public  health  rely  heavily  on  the  expertise 
and  activities  of  the  Centers  for  Disease  Control  and  Prevention,  the  nation's  premier  agency 
for  disease  prevention  and  health  promotion.  Therefore,  we  support,  alongside  many  other 
organizations  with  a  concern  for  prevention,  a  total  CDC  appropriation  of  $2.5  billion. 

Through  funding  of  state  and  local  prevention  programs,  research,  training  and 
surveillance,  CDC  has  a  major  impact  on  every  important  issue  in  prevention.  Compared  to  the 
billions  that  are  spent  on  acute  health  care,  our  national  investment  in  prevention  continues  to 
lag.  The  increases  in  health  care  costs  we  have  witnessed  are  not  a  reason  to  cut  back  on  funds 
appropriated  for  prevention.  They  are  a  reason  to  make  a  large  investment  now.  Given  the 
resources,  CDC  can  play  a  critical  role  in  revitalizing  programs  and  services  of  proven 
effectiveness  in  reducing  death  and  disability  in  this  country.  Reducing  CDC  funds  would  be 
an  act  of  extraordinary  short-sightedness.  Time  and  again  we  have  seen,  as  in  the  cases  of 
tuberculosis  and  measles,  when  public  health  efforts  falter,  the  nation  pays  a  high  price  later  in 
the  costs  of  preventable  disease. 

Office  of  Disease  Prevention  and  Health  Promotion 

The  Office  of  Disease  Prevention  and  Health  Promotion  stands  out  among  federal 
agencies  for  its  ability  to  leverage  small  amounts  of  funding  into  large  accomplishments  in  highly 
innovative  ways.  ODPHP  manages  the  Healthy  People  2000  initiative,  the  national  prevention 
strategy  used  by  health  agencies  across  the  nation  to  set  measurable  objectives  for  health 
improvement.  ODPHP  provides  guidance  and  prototype  materials  to  health  practitioners  through 
the  Put  Prevention  Into  Practice  project.  It  is  conducting  groundbreaking  research  concerning 
the  cost-effectiveness  of  preventive  services.  We  urge  the  Subcommittee  to  appropriate  $6.8 
million  for  this  office,  an  amount  that  reflects  increased  responsibilities  in  the  Public  Health 
Service's  ongoing  efforts  to  improve  the  accountability  and  efficiency  of  federal  health  activities 
in  light  of  a  rapidly  changing  health  system. 


STATEMENT  OF  THE  AMERICAN  COLLEGE  OF  RHEUMATOLOGY 

Arthritis  means  swelling,  pain  and  loss  of  motion  in  the  joints  of  the  body.  There  are  more  than 
100  diseases  that  cause  this  condition-which  can  sometimes  be  fatal— in  both  children  and  adults 
of  all  ages.  These  diseases,  which  affect  nearly  forty  million  Americans,  are  typically  chronic 
conditions  that  require  ongoing  care  and  impose  a  significant  economic  burden  on  the  individual 
and  society. 

o    A  quarter  of  a  million  of  our  nation's  children  suffer  from  juvenile  arthritis, 
o    Half  of  our  country's  population  will  have  some  form  of  arthritis  by  the  time  they  reach  age  65. 
o    Total  costs  of  all  types  of  arthritis  and  related  diseases  amount  to  over  $55  billion  each  year, 
o    The  high  costs  associated  with  arthritis  are  likely  to  increase  in  the  future  due  to  the  aging  of 
our  population. 

The  American  College  of  Rheumatology  is  the  professional  organization  of  rheumatologists.  It 
includes  practicing  physicians  and  research  scientists  who  are  dedicated  to  preventing  disability, 
healing  and  eventually  curing  more  than  100  types  of  arthritis  and  related  disabling  and 
sometimes  fata!  disorders  of  the  joints,  muscles,  and  bones.  We  believe  that  through  an 
Increased  investment  in  research,  better  treatments  and  management  strategies  can  be 
developed,  which  will  in  turn  lead  to  reductions  in  the  costs  of  arthritis  and  related  diseases. 
Moreover,  the  high  burden  exacted  by  these  diseases  in  terms  of  reduced  quality  of  life  will 
also  be  addressed  by  increasing  our  federal  funding  commitment.  The  National  Institute  of 
Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS),  within  the  National  Institutes  of  Health, 
is  the  government  agency  responsible  for  investigating  arthritis  and  related  rheumatic  diseases,  as 
well  as  diseases  of  the  musculoskeletal  system  and  the  skin.  The  NIAMS  has  also  assumed  a 
leadership  role  in  the  areas  of  women's  health  and  minority  health. 
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Our  budget  request  for  NIAMS--an  increase  from  $231  to  $270  million  for  FY  96~is  a  relatively 
small  amount  compared  to  the  good  it  will  do,  not  only  in  terms  of  direct  support  of  research  but 
also  by  stimulating  cutting  edge  research  in  the  private  sector.  However,  knowing  of  the  severe 
financial  constraints  that  the  Appropriations  committees  are  likely  to  face,  we  understand  that  we 
should  not  focus  on  the  level  of  funds  needed  to  support  the  optimal  amount  of  research  under 
NIAMS'  purview,  but  instead  on  finding  a  way  to  take  a  small  step  (during  times  of  fiscal 
constraint)  toward  an  ultimate  long-term  goal  to  increase  the  NIAMS'  budget  consistent  with  actual 
research  needs.  An  increase  in  funding  for  NIAMS  is  justified  for  the  following  reasons: 

I.  Arthritis  research  as  economic  stimulus 

NIH-supported  research  is  largely  responsible  for  the  growth  of  the  American  biotechnology  and 
pharmaceutical  industries.  One  study  has  shown  that  sales  of  biotechnology  products  can  be 
expected  to  increase  more  than  ten-fold  to  over  $50  billion  in  the  decade  of  the  90's.  In  fact, 
American  firms  dominate  most  of  the  businesses  that  employ  leading  edge  technologies, 
(including  pharmaceuticals  and  biotechnology)  according  to  recent  economic  findings.  Although 
this  is  good  news,  investment  in  these  areas  by  the  federal  government  must  be  maintained--and 
increased-if  we  are  to  expect  the  "public-private  partnership"  to  continue  to  yield  such  results. 
This  is  especially  important  in  terms  of  investment  in  the  basic  research  that  serves  as  a 
necessary  "precursor"  to  clinical  research  on  drugs,  and  vaccine  development,  and  in  developing 
new  treatments  that  directly  benefit  patients. 

In  addition  to  the  role  of  research  as  economic  stimulus  in  the  general  sense,  research  advances 
can  contribute  to  reducing  health  care  costs.  For  certain  disease  treatments  and  therapies,  the 
cost-savings  are  already  well-documented:  systemic  lupus  erythematosus  (lupus)  is  an 
autoimmune  disease  characterized  by  excessive  production  of  antibodies  against  the  body's  own 
tissues,  often  including  the  kidneys.  A  new  drug  therapy  for  kidney  disease  resulting  from  lupus 
has  been  found  to  save  $93.1  million  in  health  care  costs  in  the  U.S.  each  year.  This  is  all  the 
more  impressive  since  this  drug  regimen  cost  a  total  of  only  $9.8  million  to  develop.  Thus,  nearly 
a  ten-fold  return  is  being  reaped  by  this  investment  in  research. 

In  addition,  long-term  positive  outcomes  were  achieved  in  chronically  ill  patients  who  participated 
in  the  NIAMS-sponsored  Arthritis  Self-Management  Program.  The  Program  improved  patients' 
perceptions  of  their  own  self-efficacy.  Unrelated  to  perception  of  level  of  pain,  these 
improvements  nonetheless  reduced  the  frequency  of  doctor  visits  by  at  least  once  a  year,  on 
average.  Extrapolated  to  all  patients  with  arthritis,  this  program  could  represent  a  significant 
savings  in  health  care  costs  attributable  to  office  visits. 

II.  Arthritis  research  to  improve  patients'  quality  of  life 

Rheumatoid  arthritis  (RA),  which  affects  more  than  two  million  Americans,  is  a  chronic  disease 
that  causes  pain,  swelling  and  loss  of  function  in  the  joints  and  inflammation  in  other  organs.  RA 
often  attacks  people  in  the  very  prime  of  life-between  ages  20  and  45,  and  it  affects  women  more 
frequently  than  men.  Currently,  more  than  two  million  work  days  are  being  lost  each  year  due  to 

this  disease. 

Treatment  starting  with  aspirin  and  non-steroidal  anti-inflammatory  drugs  has  been  the  traditional 
approach  for  management  of  RA  for  many  years,  with  "second-line  treatments"  (potent  anti- 
rheumatic drugs)  reserved  for  those  patients  whose  RA  does  not  respond  to  the  more 
conservative  regimen.  Research  published  just  last  fall  showed  that  a  combination  of  two  drugs, 
one  used  in  chemotherapy  to  fight  cancer,  (methotrexate)  and  the  other  used  to  prevent  rejection 
of  transplanted  organs,  (cyclosporin)  shows  promise  for  the  treatment  of  RA.  Although 
methotrexate  has  provided  relief  for  many  people  with  RA,  it  has  not  worked  well  in  all  patients. 
This  study  showed  that  used  in  combination  with  cyclosporin,  methotrexate  becomes  more 
effective. 

Other  research  has  showed  that  aggressive  drug  therapy  is  more  effective  when  introduced  early 
in  the  course  of  an  individual's  disease.  More  than  half  of  people  who  had  RA  for  less  than  2 
years  showed  major  improvement  on  more  aggressive  therapy,  while  the  percentage  showing 
such  improvement  dropped  to  29%  for  people  in  the  5th  to  10th  year  of  the  disease.  With  such 
early  intervention,  improvements  in  quality  of  life  and  reduction  in  costs  associated  with  lost  work 
days  and/or  avoidable  hospitalizations  can  be  achieved. 

Results  of  a  NIAMS-sponsored  clinical  trial  have  shown  that  the  antibiotic  drug  minocycline  is 
another  drug  that  can  be  added  to  the  arsenal  of  treatments  for  RA.  In  this  study,  patients 


459 


receiving  minocycline  in  this  clinical  trial  experienced  reduction  in  joint  pain  and  swelling,  with 
only  mild  side  effects.  How  effective  minocycline  is--compared  to  other  treatments  for  RA-- 
remains  to  be  determined,  however.  In  addition,  more  research  must  be  conducted  to  begin  to 
explain  how  minocycline  works,  something  this  clinical  trial  did  not  address. 

Significant  research  opportunities  exist  in  research  relating  to  other  forms  of  arthritis  and  related 
diseases,  as  well.  For  example,  more  research  needs  to  be  done  on  osteoarthritis  (the  most 
common  form  of  the  disease)  to  understand  agents  which  may  prevent  progression  of  the 
disease.  Innovative  immunosuppressive  and  hormonal  therapies  must  be  studied,  aimed  at 
improving  our  ability  to  treat  lupus,  (also  called  SLE),  an  autoimmune  disease  which  affects 
women  nine  times  more  frequently  than  men,  and  black  women  three  times  more  often  than  white 
women.  Scleroderma,  which  literally  means  "hard  skin,"  is  potentially  life-threatening  due  to 
damage  that  occurs  to  internal  organs  from  excessive  accumulation  of  the  protein,  collagen: 
research  on  immunosuppressive  therapy  of  this  disease  in  the  lungs  is  just  one  example  of  an 
important  area  for  further  study. 

Basic  research  also  has  direct  implications  for  finding  new  approaches  to  treatment  and 
prevention  of  disease:  For  example,  researchers  have  succeeded  in  hindering  arthritis 
inflammation  in  the  knee  joints  of  rabbits,  by  genetically  modifying  the  cells  that  line  these  joints. 
These  results  in  animals  provide  strong  basis  for  real  optimism  that  genetic  therapy  might  one  day 
be  available  to  combat  arthritis. 

III.        Arthritis  research  as  a  reasoned  choice  for  our  country's  future 

It  is  very  clear  that  citizens  across  the  country  understand  the  role  of  biomedical  research  in 
maintaining  economic  competitiveness,  and  in  improving  health.  In  a  1992  poll  of  public  opinion, 
91  %  of  adults  surveyed  favored  higher  spending  on  medical  research.  The  high  level  of 
public  interest  in  rheumatic  diseases  that  affect  children  provides  an  even  more  specific  example: 
Over  the  last  few  years  especially,  constituents'  expressions  of  concern  to  their  legislators  about 
juvenile  arthritis  have  contributed  to  increasing  the  national  focus  on  pediatric  rheumatic  disease 
research,  including  initiation  of  a  fall,  1994  Workshop  on  the  current  status  and  future  directions  of 
pediatric  rheumatology,  sponsored  by  the  NIAMS,  as  well  as  a  $1 .5  million  request-for- 
applications  on  pediatric  rheumatic  diseases  issued  by  the  NIAfylS  last  November.  As  Members  of 
Congress  strive  to  find  points  of  commonality  with  their  constituents,  these  examples  demonstrate 
that  expanding  funding  for  cost-effective  medical  research,  and  increasing  the  focus  on  arthritis 
research  in  particular,  are  issues  that  are  ripe  for  legislators  to  champion.  This  is  perhaps  true 
this  year  more  so  than  in  the  past,  given  the  especially  strong  sense  of  serving  the  people's  will 
that  is  so  firmly  in  place  in  the  minds  of  both  new  and  returning  members. 

One  mechanism  that  is  particularly  critical  in  any  effort  to  respond  to  public  interest  in  bolstering 
medical  research  is  clinical  trials.  Clinical  research  is  the  linchpin  of  technology  transfer  from 
laboratory  findings  to  improved  patient  care.  In  addition  to  clinical  research,  our  membership  is 
strongly  committed  to  efforts  to  highlight  the  role  of  basic  research  and  to  elucidate  the 
connection  and  interrelation  between  basic  research  and  clinical  applications.  For  example,  basic 
research  aimed  at  finding  a  specific  gene  or  genes  that  may  be  responsible  for  some  people's 
predilection  for  developing  autoimmune  disease  is  a  top  priority  which  could  ultimately  lead  to 
breakthroughs  in  understanding  and  ultimately  treating  or  even  curing  lupus,  RA,  scleroderma  and 
other  autoimmune  diseases. 

Another  area  of  critical  concern  to  us  is  support  for  training  new  scientists.  The  ACR  believes  that 
we  have  an  overwhelming  need  to  provide  for  the  renewal  and  expansion  of  the  intellectual 
capital  that  is  essential  to  the  biomedical  research  enterprise.  Because  the  likelihood  of  an 
approved  research  grant  being  funded  (the  "success  rate")  has  declined  for  research  supported 
by  NIAMS  (33%  in  fiscal  year  1991  to  an  estimated  19.9%  in  fy95)  some  of  the  brightest  new 
scientists  may  be  discouraged  from  pursuing  research  careers.  We  believe  that  in  order  to 
actively  encourage-rather  than  disillusion-young  scientists,  steps  must  be  taken  to  increase  the 
likelihood  that  a  highly-rated  grant  can  be  funded  by  NIAMS,  and  to  bring  the  NIAMS'  success 
rate  into  line  with  the  higher  success  rates  found  across  other  institutes,  NIH-wide. 


Conclusion 

Despite  the  NIAMS'  extensive  research  mandate-covering  research,  training,  and  information 
dissemination  relating  to  the  diseases  and  normal  function  of  all  the  human  body's  fundamental 
structures  (the  skeleton,  muscles,  joints  and  skin)-the  NIAMS  ranks  among  the  smallest  of  the 
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institutes.  We  therefore  ask  for  the  subcommittee's  assistance  in  bolstering  the  budget  for  the 
NIAMS  to  a  level  that  is  more  consistent  with  research  needs,  while  recognizing  the  importance  of 
fiscal  restraint.  Because  the  extent  of  opportunities  is  so  great,  we  feel  that  fiscal  year  96  should 
be  looked  on  as  a  critical  year  for  arthritis  research.  Given  the  long  term  cost  savings  to  society 
and  the  improvements  in  quality  of  life  that  can  be  achieved,  we  believe  that  limiting  funding  for 
NIAMS  this  year  would  be  "penny-wise  but  pound-foolish." 

As  providers  of  health  care  to  the  millions  of  Americans  who  have  arthritis  and  related  diseases, 
we  hope  we  have  given  Congress  some  insight  in  its  effort  to  answer  an  important  question  about 
investment-one  that  individuals  ask  themselves  as  they  weigh  their  own  investments,  although  on 
a  larger  scale:  What  investment  reaps  the  biggest  "bang  for  the  buck"?  Based  on  the  content  of 
this  testimony,  you  will  not  be  surprised  that  the  ACR  states  resoundingly,  the  best  Investment  is 
In  biomedical  research.  Federal  dollars  can  always  be  dumped  into  remedial  measures  and  into 
federal  subsidies  for  an  increasing  disabled  and  dependent  population.  There  is  a  better  way, 
however,  through  a  strengthening  of  our  nation's  commitment  to  biomedical  research.  The  ACR 
asks  that  appropriators  seriously  consider  this  approach. 


STATEMENT  OF  TERRY  W.  HARTLE,  VICE  PRESIDENT,  AMERICAN 
COUNCIL  ON  EDUCATION 

Mr.  Chairman  and  members  of  the  Subcommittee: 

We  are  pleased  to  have  an  opportunity  to  provide  the  views  of  higher 
education  community  regarding  funding  levels  for  higher  education 
programs  within  the  fiscal  year  1996  and  revised  fiscal  year  1995  appropriation 
for  the  Departments  of  Labor,  Health  and  Human  Services,  and  Education. 
The  recommendations  presented  in  this  statement  are  endorsed  by  the  20 
higher  education  associations  listed  on  the  cover  sheet,  whose  membership 
encompasses  the  nation's  3,300  colleges  and  universities  and  the  14  million 
students  they  educate. 

Although  federal  government  support  of  American  higher  education 
is  not  as  predominant  as  it  is  in  most  other  nations,  the  federal  government 
has  historically  supported  those  functions  deemed  to  be  uniquely  in  the 
national  interest:  direct  aid  to  students  from  low-  and  middle-income 
families  (thus  removing  the  barrier  of  insufficient  income  as  an  obstacle  to 
college),  and  support  for  research  and  development.  These  federal 
investments  have  reaped  large  dividends  for  all  Americans:  in  this  century, 
increases  in  the  educational  attainment  of  the  workforce  accounted  for  27 
percent  of  the  growth  in  the  nation's  wealth;  advances  in  knowledge  (better 
education,  research  and  development,  and  new  technologies)  accounted  for 
55  percent. 

But  higher  education  has  been  buffeted  in  recent  years  by  a  pattern  of 
instability  in  federal  support,  particularly  in  respect  to  student  financial 
assistance.  When  adjusted  for  inflation,  between  1980  and  1994,  the  value  of 
the  Pell  Grant  maximum  award  has  declined  by  29  percent;  Supplemental 
Educational  Opportunity  Grants  by  15  percent;  Federal  Work-Study  by  39 
percent;  Perkins  Loans  by  70  percent;  and  State  Student  Incentive  Grants  by  49 
percent.  These  trends  have  had  a  steep  cost  for  students  and  their  families:  of 
the  $183  billion  borrowed  over  the  30-year  history  of  the  Federal  Family 
Education  Loan  Program  (formerly  the  Guaranteed  Student  Loan  Program), 
an  astonishing  22  percent  has  been  borrowed  in  the  last  two  years. 

These  trends  have  contributed  substantially  to  the  widespread  feeling 
among  Americans  that  they  are  working  harder,  but  not  gaining  on  the 
American  dream.  Most  Americans  view  providing  a  college  education  for 
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their  children  as  a  key  element  of  upward  mobility,  and  they  are  willing  to 
make  enormous  personal  sacrifices  to  make  it  possible.  And,  as  the  members 
of  this  subcommittee  know,  many  families  do  make  these  sacrifices. 
However,  in  overwhelming  numbers,  Americans  regard  helping  to  make 
college  affordable  for  them  through  grant  and  loan  assistance  as  a  key 
responsibility  of  the  federal  government.  The  results  of  a  poll  released  this 
week  by  KRC  Research  and  Consulting,  Inc.,  a  national  polling  firm  based  in 
New  York  City,  demonstrate  that  student  aid  has  strong  support  regardless  of 
party  identification,  ideology,  race,  or  income.  Participants  in  the  survey 
ranked  continued  funding  for  student  aid  with  Social  Security  as  a  top 
national  priority,  and  fully  68  percent  responded  that  funding  for  student  aid 
programs  should  be  maintained  even  if  it  prolongs  deficit  reduction  efforts. 
The  results  of  the  survey  are  enclosed  for  inclusion  in  the  hearing  record. 

We  recognize  the  extreme  scarcity  of  discretionary  outlays  at  your 
disposal,  and  understand  that  competition  for  available  funds  will  be  intense. 
However,  the  public  has  not  asked  for  deficit  elimination  at  any  price,  and 
most  assuredly  not  at  the  expense  of  their  children's  education.  As  the 
members  of  this  subcommittee  prepare  to  undertake  the  difficult  challenge  of 
preparing  the  FY  1996  appropriations  bill  and  revisions  to  the  FY  1995 
appropriation,  we  respectfully  make  the  following  recommendations: 

•  Appropriate  a  meaningful  increase  in  the  FY  1996  Pell  Grant 
maximum  award  and  shield  the  FY  1995  Fell  Grant  appropriation  from 
revision.  We  understand  the  President's  FY  1996  budget  request  will  contain 
a  substantial  increase  in  Pell  Grant  funding  to  support  a  $2,620  maximum 
award,  and  we  strongly  urge  you  to  accept  this  request.  We  estimate  that  this 
would  make  Pell  Grants  available  to  180,735  additional  students.  Further,  we 
urge  you  to  maintain  the  FY  1995  appropriation  and  maximum  award  level 
approved  for  the  Pell  Grant  program  last  year.  Although  the  maximum 
award  level  reached  $2,400  in  FY  1991,  by  FY  1995  it  has  dropped  to  $2,340 
against  the  tide  of  consumer  price  increases  and  rising  college  costs.  In 
addition,  the  fundamental  stability  of  the  program  was  rocked  last  year  with 
the  imposition  of  an  eligibility  cap.  In  spite  of  firm  assurances  that  were 
given  that  this  unprecedented  cap  was  employed  only  to  reconcile 
scorekeeping  discrepancies  and  not  to  limit  student  access,  the  cap  continues 
to  be  a  cause  for  very  grave  concern.  We  urge  members  to  retain  the  FY  1995 
Pell  Grant  appropriation  and  maximum  level  without  alteration  or 
adjustment. 

•  Retention  of  hot  less  than  the  unrevised  FY  1995  appropriation  for 
campus-based  student  aid  programs  (Supplemental  Educational  Opportunity 
Grants.  Perkins  Loans.  Federal  Work-Study)  and  State  Student  Incentive 
Grants.  Together  these  programs  comprise  an  interactive  web  of  assistance 
that  enables  higher  education  institutions  to  tailor  aid  to  the  individual  based 
on  family  resources,  the  amount  of  institutional  aid  funds  available,  and 
institutional  charges.  While  these  programs  work  interactively,  and  have 
been  invaluable  in  helping  to  cushion  the  decline  in  Pell  Grant  value,  each 
has  its  own  distinctive  role  and  focus,  and  serves  students  with  different 
income  characteristics.  During  academic  year  1993-94,  for  example,  students  at 
Oakton  Community  College  in  Des  Plaines,  Illinois,  received  nine  times  as 
much  aid  in  the  form  of  Pell  Grants  than  it  did  from  the  three  campus-based 
programs  combined,  while  at  nearby  Lake  Forest  College,  campus-based  aid 
dollars  supplied  more  than  twice  as  much  aid  than  Pell  Grant  funds. 


462 


•  Increase  funding  for  TRIO  programs  by  $70  million  above  the  FY  1995 
unrevisep!  appropriation,  and  mafrg  n,p  adjustment  jn  the  FY  1995 
appropriation  of  $463  million.  This  increase  would  give  an  additional  82,000 
students  from  low-income  families  a  realistic  change  to  enter  college  and 
graduate.  Just  as  Head  Start  has  proved  successful  in  mitigating  the  effects  of 
economic  disadvantage  in  help  young  children  benefit  from  education,  TRIO 
programs  vastly  improve  a  disadvantaged  youth's  chance  of  attaining  a 
college  degree.  However,  fewer  than  5  percent  of  those  eligible  for  services 
are  able  to  receive  them  at  current  funding  levels. 

•  Maintain  funding  at  least  at  the  uiu-evised  FY  1995  level  for  Title  HI 
(Developing  Institutions)  Programs.  All  categories  of  Title  III  funding 
perform  a  critical  role  in  sustaining  the  viability  and  existence  of  institutions 
that  serve  a  very  high  percentage  of  students  with  extreme  financial  need. 
The  institutions  that  compete  for  Title  III  awards  are,  by  definition,  in  great 
financial  need  and  serve  substantial  percentages  of  disadvantaged  and 
minority  students.  As  these  institutions  derive  scant  revenue  from  alumni 
contributions,  corporate  donors,  or  large  endowments,  Title  III  funds  are  a 
critical  means  for  institutional  improvement  and  renewal.  Whether  funds 
are  used  for  mathematics  curriculum  development  or  instituting  a  new 
student  record-keeping  system,  Title  III  funds  provide  local  flexibility  in 
permitting  institutions  to  respond  to  their  own  needs. 

The  recommendations  that  we  have  developed  attempt  to  be 
reasonable  and  modest,  rather  than  expansive  and  expensive.  They  are  based 
on  the  sincere  conviction  that  good  fiscal  policy  is  not  incompatible  with  good 
public  policy.  We  are  gratified  that  American  public  appears  to  concur,  and 
that  they  share  our  view  that  student  aid  funding  is  a  worthy  and  necessary 
enterprise  in  which  the  government  should  continue  to  be  engaged.  We 
respectfully  urge  you  to  accept  these  recommendations. 


STATEMENT  OF  THE  AMERICAN  DENTAL  ASSOCIATION 
Mr.  Chairman  and  Members  of  the  Subcommittee: 

On  behalf  of  the  American  Dental  Association,  thank  you  for  the 
opportunity  to  provide  this  statement  to  the  Appropriations 
Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and 
Related  Agencies. 

The  oral  health  care  delivery  and  financing  system  in  the  United 
States  is  a  genuine  success  story,  and  dental  research,  community 
prevention  programs  and  dental  education  all  play  major  roles. 
Its  success  shows  that  if  federal  tax  dollars  are  wisely  spent, 
the  return  to  the  taxpayer  is  invaluable. 

Oral  health  research  conducted  by  the  National  Institute  of 
Dental  Research  (NIDR)  accounts  for  more  than  80%  of  the  total 
dental  research  conducted  in  this  country.     Alternative  funding 
from  philanthropic  or  corporate  sources  is  virtually  unavailable. 
The  federal  government's  investment  in  dental  research  has 
returned  exceptional  dividends  to  the  American  taxpayers.  The 
NIDR  estimates  that  Americans  have  saved  nearly  $100  billion  in 
dental  care  bills  during  the  1980s  because  of  developments  in  and 
emphasis  on  preventive  oral  health  measures.     The  savings  far 
exceeds  the  total  appropriations  that  NIDR  has  received  during 
its  46  years  of  existence. 

While  advances  in  dentistry  due  to  research  have  helped  the 
dental  profession  to  hold  the  line  on  health  costs,  other  federal 
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programs,   like  the  General  Practice  Dental  Residencies  and  the 
HIV/AIDS  Dental  Reimbursement  program  have  been  instrumental  in 
providing  care  to  the  underserved  population.     However,  if 
dentistry  is  to  continue  to  serve  the  needy  and  reduce  dental 
costs  for  all  Americans  it  is  imperative  that  funding  for  federal 
dental  programs  continue. 


DENTAL  RESEARCH 

The  Association  supports  the  efforts  of  the  National  Institute  of 
Dental  Researcn  (NIDR)   and  dedicated  research  scientists  across 
the  country  in  their  efforts  to  address  dental  diseases  and 
disorders.     Established  in  1948  as  the  nation's  preeminent  dental 
research  center,  NIDR  has  made  great  strides  in  uncovering  the 
causes  of  dental  disorders  and  disease  and  in  developing 
effective  treatment. 

Almost  50%  of  the  children  in  the  nation  have  no  tooth  decay  due 
to  oral  health  research  advances,  such  as  fluoride  applications, 
dental  sealants  and  oral  hygiene  practices.     However,  there  still 
remain  problems  among  high-risk  groups.     The  extent  of  tooth 
decay  is  much  higher  among  the  poor,  minority  groups,  senior 
citizens  and  diabetics.     With  additional  funds,  NIDR  could 
develop  a  targeted  program  to  prevent  tooth  decay  in  these 
special  populations. 

NIDR's  research  is  not  confined  to  simply  eliminating  tooth 
decay.     The  institute's  pain  research  concerns  chronic  pain;  why 
it  happens  and  what  can  be  done  about  it.     Fear  of  pain  is  one  of 
the  main  reasons  that  people  delay  or  refuse  to  see  a  dentist 
which  only  exacerbates  dental  conditions  leading  to  greater  tooth 
loss  and  higher  dental  treatment  costs.     In  addition,  NIDR's  pain 
research  has  benefited  other  non-dental  treatments.  NIDR 
investigators  have  been  strong  leaders  in  effecting  the  changes 
in  the  treatment  of  cancer  pain  and  acute  pain  following  surgery 
as  indicated  by  new  guidelines  issued  by  the  Agency  for  Health 
Care  Policy  and  Research. 

Cleft  lip  and  cleft  palate  are  among  the  most  common  birth 
defects,  affecting  1  out  of  600  white  births.     NIDR  studies 
genetic  and  environmental  factors  in  an  effort  to  better 
understand  what  causes  this  and  several  other  disfiguring 
conditions.     So  far,  the  Institute's  research  has  been  able  to 
isolate  over  1,000  genes  thought  to  play  a  prominent  role  in 
craniofacial  development.     Continued  research  should  provide 
insights  into  improved  treatment  and  ultimately  prevention. 

The  NIDR  Bone  Research  Branch  is  the  only  intramural  laboratory 
at  the  National  Institutes  Health  (NIH)  conducting  studies  of 
normal  bone  remodelling  and  bone  diseases.     Regenerating  lost 
bone  tissue  in  patients  who  suffer  from  periodontal  disease  and 
other  dental  conditions  that  lead  to  tooth  loss  have  allowed  NIDR 
researchers  to  broaden  their  research  to  include  osteoporosis, 
Paget's  disease  and  Sjogren's  syndrome.     Investments  in  this  area 
could  produce  dramatic  results  in  clinical  testing  of  promising 
drugs  to  treat  osteoporosis  and  other  bone  connective  tissue 
diseases. 

The  ADA  requests  that  the  Committee  appropriate  $215,2  51,000  in 
funding  for  FY  1996  to  support  its  ongoing  research  projects, 
recognizing  that  the  agency  is  the  primary  support  entity  in  the 
area  of  oral  health  research. 

DISEASE  PREVENTION 


The  Division  of  Oral  Health  (DOH) ,  a  separate  entity  within  the 
National  Center  for  Prevention  Services,  Centers  for  Disease 
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Control,  continues  to  focus  on  many  significant  issues  that 
impact  greatly  on  the  health  of  our  nation.     The  Division  serves 
as  the  federal  dental  program  responsible  for  the  development  of 
infection  control  recommendations  for  dentistry.     The  Association 
has  collaborated  with  the  Division  in  developing  infection 
control  guidelines  for  hepatitis  B,  AIDS  and  tuberculosis.  With 
approximately  50%  of  the  population  receiving  dental  care 
annually,   it  is  important  that  the  care  be  provided  in  a  setting 
free  from  infectious  disease  transmission. 

Preventing  oral  cancer  is  one  of  the  Division's  major  areas  of 
involvement.     More  than  9,000  deaths  from  oral  cancer  occur  each 
year;     this  is  more  than  for  cervical  cancer.     Once  people  are 
diagnosed  with  oral  cancer,  their  5-year  prognosis  is  not  as  good 
as  those  diagnosed  with  cervical  cancer.     Building  coalitions  at 
the  state  and  local  levels  to  identify  target  populations  for 
oral  cancer  and  to  develop  health  education  promotion  and 
programs  to  reduce  the  death  rate  is  essential. 

Severe  tooth  decay  (caries)   in  infants  and  children  is  another 
priority  for  the  Division.     It  has  been  estimated  that  1  to  10% 
of  the  children  living  in  urban  areas  and  53%  of  Native  American 
children  suffer  from  severe  caries.     Treatment  costs  can  be 
enormous.     For  children  that  must  be  hospitalized  and 
anesthetized,  average  costs  can  be  as  much  as  $4,000  per  child. 
Last  year  the  Committee  recognized  the  severity  of  this  problem 
and  recommended  that  the  Division  begin  planning  for  a  national 
conference  on  this  issue.     The  Division  expects  150-200  national 
public  health  and  academic  experts  to  attend  the  conference  and 
develop  a  national  strategy  to  impact  severe  caries  in  children 
and  infants. 

The  Association  is  recommending  that  the  Committee  appropriate  $6 
million  for  the  DOH  including  $200,000  for  the  conference  on 
severe  caries  in  infants  and  children. 


DENTAL  EDUCATION 

To  expand  access  to  primary  dental  care  for  the  underserved  and 
medically  compromised,  the  ADA  supports  full  funding  of  the 
General  Dentistry  Program.     Continued  funding  of  the  HIV/AIDS 
Dental  Reimbursement  Program  is  necessary  if  this  desperately 
needed  program  is  to  remain  viable.     Finally,  health  professions 
training  programs,  which  foster  greater  dental  student  diversity, 
and  the  geriatric  training  programs,  must  be  maintained. 

General  Dentistry  Program; 

This  program  provides  training  analogous  to  that  received  by 
primary  care  physicians  in  their  residencies.     This  program 
provides  clinical  experience  in  dental  specialty  areas  and 
extensive  experience  in  the  provision  of  oral  health  care  to 
special  population  groups  including  the  elderly,  disabled,  and 
medically  compromised.     Graduates  are  able  to  deliver  a  broad 
range  of  services  to  their  patients,  consistently  referring  fewer 
patients  to  specialists.     This  is  important  to  people  in  rural 
areas  and  low  income  persons  for  whom  logistical  or  financial 
problems  can  make  specialized  care  unobtainable.  Additionally, 
while  in  training,  residents  provide  dental  care  to  underserved 
populations  and  communities  -  serving  as  a  "safety  net"  for  many 
patients  in  their  communities. 

General  dentistry  program  enrolls  a  significant  number  of 
minority  dentists.     A  1991  evaluation  done  for  the  Department  of 
Health  and  Human  Services  found  that  the  enrollment  of  African- 
American  dental  graduates  into  general  dentistry  programs  had 
nearly  doubled  since  1986.     In  fact,  the  percentage  of  enrollment 
in  these  programs  was  greater  than  the  percent  of  African- 
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American  dental  graduates.     Enrollment  of  Hispanic  dental 
graduates  into  the  program  has  paralleled  the  growth  in  the 
number  of  Hispanic  graduates  from  dental  school,   increasing  four- 
fold over  that  time  period. 

All  current  grantee  programs  include  off-site  rotations  to 
underserved  communities  or  populations.     As  such,  this  grant 
program  is  exemplary  in  meeting  the  federal  objective  of 
increasing  access  to  primary  care.     In  addition,   86%  of  those 
residents  who  receive  training  in  the  program  remain  primary  care 
providers  and  25%  of  recent  graduates  establish  their  practices 
in  underserved  areas. 

As  the  Committee'  is  aware,   funding  for  the  General  Dentistry 
program  is  allocated  for  a  three  year  "start-up"  time  frame  only. 
After  that  time,  each  program  must  be  self -supportive.  The 
General  Dentistry  program  has  been  very  successful,  creating  53 
programs  and  4  59  positions  over  18  years,  but  there  is 
considerable  room  for  growth.     The  demand  for  this  training  has 
far  out-paced  the  initiation  of  new  positions:     in  1994,  about 
25%  of  all  applicants  for  general  dentistry  residency/advanced 
education  positions  were  turned  away  because  there  was  no 
residency  available. 

The  ADA  recommends  that  $6  million  be  appropriated  for  the 
General  Dentistry  Residencies  program  for  FY  1996. 


HIV/AIDS  Dental  Reimbursement: 

The  HIV/AIDS  Dental  School  Reimbursement  program  is  critical  to 
providing  vitally  needed  oral  health  care  to  people  living  with 
HIV/AIDS  and  to  provide  dental  students  and  residents  with 
extensive  experience  in  caring  for  special  dental  needs.  In 
fiscal  year  1994,   101  institutions  participated,   serving  over 
60,100  patients  and  incurring  almost  $11  million  in  documented 
unreimbursed  costs. 

Because  of  their  impaired  immune  systems,  people  living  with 
HIV/AIDS  suffer  a  high  incidence  of  oral  disease,  which  if 
untreated,  can  lead  to  significant  pain,  oral  infections,  and 
fevers;  difficulty  in  eating,  speaking,  or  taking  medication;  and 
medically  dangerous  weight  loss.     By  covering  the  costs  of 
providing  quality  care  to  people  living  with  HIV/AIDS,  this 
program  prevents  much  more  serious  and  expensive  health 
complications  than  would  otherwise  occur. 

Receiving  prompt  diagnosis  and  appropriate  treatment  for  these 
oral  diseases  is  often  difficult  for  uninsured  individuals 
because  dental  services  are  not  reimbursed  under  Medicare  and  are 
seldor  covered  by  Medicaid.     This  lack  of  sufficient 
reimbursement  is  particularly  profound  for  dental  clinics. 
Dental  education  institutions  that  become  known  as  referral 
centers  for  AIDS  patients  risk  serious  fiscal  problems,  because 
the  patients  they  serve  have  complicated  treatment  needs, 
requiring  significant  resources  for  their  care. 

To  continue  this  program,  the  Association  requests  $9  million  for 
the  HIV/AIDS  Dental  School  Reimbursement  program. 

Geriatric  Training  and  Geriatric  Education  Centers: 
Geriatric  Training  and  Education  Centers  provide  short-term 
faculty  training,  curriculum  and  other  educational  resource 
development,  technical  assistance  and  outreach  for  the  elderly. 
The  Geriatric  Training  programs  provide  postdoctoral  fellowships 
for  medical  and  dental  faculty,  who  return  to  their  home 
institutions  to  direct  research  addressing  the  health  care 
problems  of  the  aged.     The  ADA  requests  a  total  appropriation  of 
$17  million  to  fund  both  of  these  endeavors. 
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Minority  Assistance  Programs: 

To  help  recruit  and  retain  minority  medical  and  dental  students 
and  to  provide  grants  to  students  in  extreme  financial  need,  the 
ADA  recommends  increased  funding  for  the  Disadvantaged  Assistance 
Authority  and  the  Exceptional  Financial  Need  (EFN)  scholarship 
program. 

The  Association  believes  that  increased  funding  levels  are 
important  to  foster  diversity  in  the  student  population. 
Assisting  low-income  families  and  minority  students  is  necessary 
as  current  dental  education  costs,  often  exceeding  $60,000  for  a 
four-year  period,  will  otherwise  preclude  consideration  of 
dentistry  as  a  career  for  these  students.     Almost  one  third  of 
the  funds  allocated  for  EFN  go  to  dental  students  and  the 
Disadvantaged  Assistance  authority  provides  almost  $2  million  to 
dental  students. 

To  meet  the  needs  of  all  minority  medical  and  dental  students  the 
ADA  recommends  $32  million  for  the  Disadvantaged  Assistance 
authority  and  $37  million  for  EFN. 


STATEMENT  OF  STANLEY  B.  PECK,  EXECUTIVE  DIRECTOR,  AMERICAN 
DENTAL  HYGIENISTS'  ASSOCIATION 

The  American  Dental  Hygienists'  Association  ("ADHA")  is  pleased  to  submit  its 
recommendations  regarding  FY  1996  appropriations  for  the  Department  of  Health  and 
Human  Services  ("HHS")  and,  in  particular,  the  National  Institute  of  Dental  Research 
("NIDR").  ADHA  is  the  largest  national  organization  representing  the  professional  interests 
of  the  more  than  100,000  registered  dental  hygienists  ("RDH"s)  across  the  country. 

Dental  hygienists  are  preventive  oral  health  professionals,  licensed  in  dental  hygiene, 
who  provide  primary  educational,  clinical  and  therapeutic  services  supporting  total  health 
through  the  promotion  of  optimal  oral  health.  As  contributing  professionals  in  the  delivery 
of  oral  health  care  services,  dental  hygienists  are  involved  in  patient  care  including,  but  not 
limited  to,  prophylaxis,  assessment  of  x-rays,  soft  tissue  health,  periodontal  services,  soft 
tissue  curettage,  root  planing  and  local  anesthesia.  Dental  hygienists  also  plan  and  evaluate 
dental  hygiene  treatment,  provide  patient  education,  take  medical/dental  histories  and 
formulate  health  promotion  activities.  As  leading  prevention-oriented  health  care 
professionals,  dental  hygienists  play  a  vital  and  cost-effective  role  in  the  delivery  of  oral 
health  services. 

THE  NATION'S  ORAL  HEALTH 

Oral  health  is  fundamental  to  total  health.  As  former  Surgeon  General  C.  Everett 
Koop  noted,  "if  you  don't  have  oral  health,  you're  not  healthy."  Despite  recent  advances  in 
preventing  oral  disease  and  maintaining  oral  health,  oral  diseases  are  among  the  most 
common  chronic  health  problems  in  the  United  States.  The  American  Fund  for  Dental 
Health  reports  that  20  million  workdays  and  9  million  school  days  are  lost  annually  because 
of  oral  health  problems. 

The  NIDR  September,  1990  report.  Broadening  the  Scope.  Long-Range  Research 
Plan  for  the  Nineties,  observes  that  "dental  caries  [tooth  decay]  remains  highly  prevalent,  and 
.  .  .  is  still  responsible  for  the  loss  of  more  teeth,  at  all  ages,  than  any  dental  disease." 
Gingivitis  and  periodontitis  (gum  and  bone  disorders)  are  the  second  leading  cause  of  tooth 
loss.  If  untreated,  gum  disease  eventually  deteriorates  the  jaw  bone  causing  loss  of  teeth, 
pain,  bleeding,  loss  of  function,  diminished  appearance,  and  possible  systemic  infections. 
Dental  caries,  gingivitis  and  periodontitis  can  be  prevented  through  regular  preventive  care. 
NIDR's  long  range  plan  reports  that  up  to  30  million  Americans  are  at  high  risk  for  severe 
periodontal  disease  and  resultant  tooth  loss.  Further,  NIDR  reports  that  periodontitis  has 
been  reported  at  various  times  to  affect  more  than  75  million  American  adults.  Dental 
hygienists  are  vitally  concerned  with  people,  their  well  being  and  quality  of  life.  Dental 
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hygienists  work  as  primary  care  providers  to  prevent  oral  disease  through  assessment, 
preventive  education,  therapy  and  necessary  referral. 

ACCESS  TO  ORAL  HEALTH  CARE 

Despite  the  known  benefits  of  preventive  oral  health  care,  the  Institute  of  Medicine 
estimates  that  50%  of  Americans  do  not  receive  regular  oral  health  care.  Improved  access  to 
preventive  oral  health  care  services  can  be  achieved  through  the  reduction  of  current  barriers 
which  impede  the  maximum  utilization  of  dental  hygienists.  The  preventive  oral  health  care 
services  provided  by  dental  hygienists  are  now  largely  available  only  in  private  dental 
offices,  which  serve  only  about  50%  of  all  Americans  on  a  regular  basis.  Currently,  direct 
supervision  requirements  exist  in  approximately  half  of  the  states.  These  requirements 
largely  preclude  the  outreach  ability  of  dental  hygienists  to  provide  oral  health  care  to 
populations  such  as  the  elderly  in  long  term  care  facilities,  and  others  whose  access  to  dental 
care  is  limited  by  their  lack  of  mobility. 

Studies  have  shown  that  dental  hygienists  are  capable  of  providing  safe,  efficient  oral 
health  care  services  outside  of  private  dental  offices  without  the  direct  supervision  of  dentists 
and  some  states  do  recognize  that  there  is  simply  no  difference  in  the  quality  of  oral  health 
care  provided  by  dental  hygienists  in  a  private  dental  office  in  the  morning  and  in  a  nursing 
home  that  same  afternoon.  These  states  are  pioneering  less  restrictive  supervision 
requirements  in  an  effort  to  fully  utilize  dental  hygiene  professionals.  We  urge  this 
Subcommittee  and  all  Members  of  Congress  to  recognize  and  facilitate  this  trend.  Inclusion 
of  dental  hygienists  among  the  group  of  providers  eligible  to  receive  initial  direct  referrals 
under  Medicaid's  Early  and  Periodic  Screening,  Diagnosis  and  Treatment  ("EPSDT") 
program  would  be  one  way  of  accomplishing  this. 

COST-SAVINGS  ASSOCIATED  WITH  PREVENTIVE  ORAL  HEALTH  CARE 

Investing  in  America's  oral  health  care  will  translate  directly  into  fiscal  savings.  It  is 
a  known  fact  that  preventive  care  can  reduce  the  need  for  expensive  critical  care.  Studies 
show  that  each  $1  spent  on  preventive  oral  health  care  yields  $8-$50  in  savings.  In  July, 
1992,  NIDR  reported  that  Americans  saved  nearly  $100  billion  in  dental  bills  during  the 
1980s  because  of  improvements  in  oral  health.  Further  investment  now  in  preventive  care 
will  reduce  the  need  for  expensive  critical  care  in  the  future. 

NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH 

NIDR  is  one  of  the  thirteen  major  biomedical  research  institutions  within  the  National 
Institutes  of  Health  ("NIH").  NIDR  has  helped  to  revolutionize  our  knowledge  of  preventive 
health  care  by  identifying  the  causes  of  preventable  oral  diseases  and  the  appropriate 
strategies  to  combat  them.  It  seems  particularly  fitting  to  support  NIDR  research  this  year  as 
we  celebrate  the  50th  anniversary  of  water  fluoridation.  Water  fluoridation  is  one  of  the 
most  successful  public  health  projects  in  history,  and  it  was  launched  as  a  result  of  research 
conducted  by  NIDR's  very  first  director.  More  recently,  through  NIDR  sponsored  research 
we  have: 

•  developed  a  new  approach  to  the  treatment  of  tooth  decay  which  emphasizes 
dental  caries  as  a  bacterial  disease; 

•  made  progress  toward  a  vaccine  against  dental  caries  and  other  oral  infections; 

•  developed  a  mercury-free  dental  filling; 

•  improved  adhesive  sealants  to  protect  teeth  from  the  ravages  of  dental  caries; 
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•  discovered  biomarkers  associated  with  tumor  growth  and  tumor  suppression 
associated  with  oral  cancer;  and 

•  demonstrated  the  importance  of  education  and  promotion  activities  in  assuring 
good  oral  health. 

NIDR's  work  in  dental  research  has  resulted  in  better  oral  health  for  the  nation  and 
has  helped  curb  the  increase  in  oral  health  care  costs.  A  budget  for  fiscal  year  1996  which 
will  allow  NIDR  to  continue  its  mission  is  $215  million.  This  funding  level  will  support  the 
enhancement  of  NIDR's  many  important  projects  and  will  help  hold  the  line  on  increases  in 
oral  health  care. 

ADHA  urges  the  Subcommittee  to  support  certain  of  NIDR's  research  priorities 
including  the  six  Regional  Research  Centers  for  Minority  Oral  Health.  This  research  is 
especially  important  because  the  oral  health  of  minorities  typically  lags  disproportionately 
behind  that  of  other  Americans.  NIDR  research  is  also  breaking  new  ground  in  seeking 
better  treatments  for  certain  systemic  oral  diseases  including  Sjogren's  syndrome.  This 
disease,  which  affects  nine  times  as  many  women  as  men,  is  evidenced  by  a  devastating 
condition  which  causes  salivary  and  tear  glands  to  be  destroyed.  ADHA  also  wishes  to 
highlight  the  National  Oral  Health  Information  Clearinghouse  launched  in  January  of  last 
year.  The  Clearinghouse  assists  patients,  providers  and  others  by  maintaining  a  reference 
database  of  all  oral  health  related  publications  and  producing  educational  materials. 

TITLE  VII  OF  THE  PUBLIC  HEALTH  SERVICE  ACT 

ADHA  joins  the  Association  of  Schools  of  Allied  Health  Professions  and  others  {see 
attached  joint  statement)  in  calling  for  $10  million  for  allied  health  project  grants  and  $10 
million  for  allied  health  advanced-level  traineeships.  We  are  concerned  about  the  proposed 
consolidation  of,  and  drastically  reduced  funding  for,  these  and  other  health  professions 
programs.  With  the  acknowledged  need  for  cost-effective  primary  care  providers,  now  is  not 
the  time  to  diminish  funding  for  and  recognition  of  these  important  programs. 


DISADVANTAGED  MINORITY  HEALTH  IMPROVEMENT  ACT 

ADHA  supports  full  funding  of  the  Disadvantaged  Minority  Health  Improvement  Act 
and,  in  particular,  funding  for  grants  to  health  professions  schools  to  assist  in  providing 
scholarships  to  individuals  from  disadvantaged  backgrounds.  This  program  was  created  to 
address  serious  problems  in  the  delivery  of  health  care  to  disadvantaged  minorities.  Full 
funding  is  critical  to  efforts  to  recruit  more  minorities  into  dental  hygiene  and  other  allied 
health  professions. 

CENTERS  FOR  DISEASE  CONTROL 

The  Division  of  Oral  Health  within  the  National  Center  for  Prevention  Services 
funded  through  the  Centers  for  Disease  Control  ("CDC")  is  a  key  support  mechanism  for 
state  dental  health  programs.  As  a  national  leader  in  dental  disease  control  and  prevention, 
the  Division  of  Oral  Health  provides  consultation,  training,  promotional  and  educational 
support,  disease  surveillance,  and  other  technical  services  to  state  and  local  governments  and 
other  professional,  educational  and  citizen  organizations.  ADHA  requests  that  the  CDC 
appropriation  include  funds  adequate  to  allow  the  Director  of  CDC  to  allocate  $6  million  for 
the  Division  of  Oral  Health. 

CONCLUSION 

ADHA  thanks  the  Subcommittee  for  its  commitment  to  improving  the  nation's  oral 
health.  ADHA  encourages  the  Subcommittee  to  continue  its  support  of  preventive  health 
programs  and  preventive  health  professionals  as  the  most  responsible  method  for  long-range 
reductions  in  national  health  care  expenditures.  We  appreciate  the  opportunity  to  submit  our 
views. 
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STATEMENT  OF  THE  AMERICAN  DIABETES  ASSOCIATION 

The  American  Diabetes  Association  appreciates  the  opportunity  to  present  testimony 
before  you  today  on  the  fiscal  year  1996  funding  of  research  supported  by  the  National  Institutes 
of  Health  and  the  prevention  and  control  activities  supported  by  the  Centers  for  Disease  Control 
and  Prevention.  We  also  appreciate  the  opportunity  to  speak  to  you  today  about  the  terrible 
burden  diabetes  inflicts  upon  this  nation. 

Diabetes  is  a  disease  that  affects  the  body's  ability  to  convert  blood  sugar  into  energy. 
There  are  two  forms  of  diabetes,  type  I,  known  as  insulin-dependent  diabetes,  and  type  II, 
known  as  non-insulin  dependent  diabetes.  Type  I  is  usually  what  the  public  equates  with 
diabetes.  This  may  be  due  to  the  peculiarities  of  this  form  of  the  disease.  Type  I  usually  strikes 
children  and  young  adults  and  is  characterized  by  the  body's  inability  to  produce  insulin.  Since 
the  body  does  not  produce  insulin,  multiple  daily  injections  of  insulin  are  required  in  order  to 
survive.  Type  I  diabetes  develops  rapidly,  usually  over  the  span  of  several  weeks  and  has  severe 
and  recognizable  symptoms.  For  these  reasons,  nearly  everyone  with  type  I  diabetes  has  been 
diagnosed  with  the  disease.  However,  just  5-10%  of  the  nearly  14  million  cases  of  diabetes  are 
type  I. 

Type  II  diabetes  is  the  far  more  prevalent  form  of  the  disease.  It  is  different  in  many 
ways  from  type  I.  For  example,  type  II  diabetes  usually  strikes  individuals  who  are  over  age 
forty.  While  individuals  with  type  II  are  able  to  produce  insulin,  their  body  is  not  able  to  use 
it  effectively.  While  insulin  injections  may  be  required  in  advanced  stages,  type  II  can  often  be 
regulated  through  modification  of  diet,  exercise  and  oral  drugs.  Type  II  diabetes  develops  over 
an  extended  period  of  time,  a  span  of  many  years.  And  the  clearly  identifiable  warning  signs 
typified  by  type  I  diabetes  are  not  necessarily  associated  with  type  II.  Because  of  this,  more 
than  6  million  Americans  have  undiagnosed  type  II  diabetes. 

Despite  these  major  differences,  both  type  I  and  type  II  diabetes  can  be  effectively 
managed  by  the  afflicted  individual.  The  medical  research  which  led  to  the  development  of 
insulin  in  1921  has  enabled  millions  of  individuals  with  type  I  diabetes  to  live  long  and 
productive  lives.  Medical  research  has  also  resulted  in,  and  continues  to  result  in,  effective 
treatment  regimens  for  the  many  millions  of  Americans  with  type  II.  This  has  enabled  many 
millions  more  Americans  with  diabetes  to  live  longer  and  healthier  lives.  But  one  of  the  central 
paradoxes  of  diabetes  hinges  on  the  fact  that  because  one  can  live  for  many  years  with  the 
disease,  its  consequences  are  severely  under-appreciated  by  the  general  public  and  health  care 
professionals. 

One  of  the  commonalities  of  type  I  and  type  II  diabetes  is  that  both  are  characterized  by 
elevated  blood  sugar  levels.  Because  both  types  of  diabetes  obstruct  the  body's  ability  to 
produce  or  use  insulin,  which  converts  blood  sugar  into  energy,  nearly  all  individuals  with 
diabetes  must  rely  on  an  outside  mechanism  to  regulate  their  blood  sugar  levels.  This  outside 
regulation  of  blood  sugar  levels  causes  individuals  with  either  type  I  or  type  II  diabetes  to 
experience  extremely  high  levels  of  sugar  in  their  blood.  And  in  the  13  million  Americans  with 
type  II  diabetes,  elevated  blood  sugar  levels  can  be  sustained  for  extended  periods  of  time,  with 
an  insidiously  silent  affect  on  their  health.  This  is  a  reason  why  so  many  millions  of  Americans 
remain  undiagnosed. 

These  elevated  blood  sugar  levels  are  the  primary  cause  of  the  complications  of  diabetes. 
And  elevated  blood  sugar  levels  are  found  in  all  people  with  diabetes,  particularly  in  those  who 
remain  undiagnosed  or  who  do  not  manage  their  condition  properly.  These  elevated  blood  sugar 
levels  cause  substantial  long-term  damage  to  the  body's  blood  vessel  system.  Damage  to  this 
network  of  vessels,  in  turn,  causes  extensive  damage  to  many  of  the  body's  essential  organ 
systems.  This  damage  to  major  organ  systems  is  what  we  refer  to  when  we  talk  about  the 
complications  of  diabetes. 

The  complications  resulting  from  elevated  blood  sugar  levels  are  staggering.  Each  year 
the  complications  of  diabetes  result  in  the  deaths  of  more  than  160,000  Americans.   That  is 
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equivalent  to  the  combined  populations  of  Tupelo,  Mississippi;  Eureka,  California;  Hot  Springs, 
Arkansas;  Bradenton,  Florida,  and  Bartlesville,  Oklahoma.  And  because  diabetes  is  a  disease 
that  one  can  have  for  many  years,  the  effect  of  elevated  blood  sugar  levels  are  devastating  in  the 
individual  and  in  the  aggregate.  Many  hundreds  of  thousands  of  Americans  suffer  from  these 
complications  of  diabetes: 

Blindness  ~  Elevated  blood  sugar  levels  causes  extensive  damage  to  the  tiny 
blood  vessels  in  the  human  eye.  Consequently,  diabetes  is  the  leading  cause  of 
blindness  in  people  ages  25-74.  The  Centers  for  Disease  Control  and  Prevention 
estimate  that  approximately  27,000  people  go  blind  each  year  because  of  diabetes. 
This  is  roughly  equivalent  to  the  population  of  Superior.  Wisconsin. 

Amputations  —  Elevated  blood  sugar  levels  cause  extensive  damage  to  the 
circulatory  system  in  lower  body  extremities.  Consequently,  the  risk  of  a  leg 
amputation  is  27.7  times  greater  for  a  person  with  diabetes  than  the  general  U.S. 
population.  Approximately  54,000  people  lose  their  leg  or  foot  each  year  because 
of  their  diabetes.  This  is  roughly  equivalent  to  the  population  of  Calvert  county. 
Maryland. 

Heart  disease  -  Elevated  blood  sugar  levels  cause  major  damage  to  the  blood 
vessels  of  the  human  heart.  Therefore,  people  with  diabetes  are  approximately 
2  to  4  times  more  likely  to  have  heart  disease  than  individuals  without  diabetes. 
It  is  estimated  that  more  than  77,000  people  die  each  year  from  heart  disease 
caused  by  their  diabetes.  This  is  roughly  equivalent  to  the  population  of 
Evanston.  Illinois. 

Stroke  -  Strokes  are  caused  by  ruptures  in  the  tiny  blood  vessels  of  the  brain. 
These  vessels  can  be  extensively  damaged  by  elevated  blood  sugar  levels. 
Therefore,  people  with  diabetes  are  5  times  more  likely  to  suffer  a  stroke  than 
individuals  who  do  not  have  diabetes.  It  is  estimated  that  nearly  11,000  people 
die  each  year  from  stroke  cause  by  their  diabetes.  This  is  roughly  equivalent  to 
the  combined  population  of  Terrell.  Loving,  Kinney.  Jeff  Davis.  Hudspeth  and 
Edwards  counties.  Texas. 

Kidney  disease  -  Elevated  blood  sugar  levels  also  cause  damage  to  the  blood 
vessels  of  the  human  kidney.  Consequently,  diabetes  accounts  for  nearly  1/3  of 
all  cases  of  kidney  failure,  which  requires  a  transplant  or  dialysis,  each  year. 
Nearly  13,000  people  initiated  treatment  last  year  for  kidney  failure  because  of 
their  diabetes.  This  is  roughly  equivalent  to  the  population  of  Scarsdale.  New 
York. 

Clearly  diabetes  and  its  resultant  complications  pose  a  major  health  risk  to  America. 
Fortunately,  there  are  several  tools  which  can  be  used  to  improve  these  bleak  statistics.  One  is 
medical  research.  As  noted,  medical  research  has  enabled  millions  of  Americans  with  diabetes, 
both  type  I  and  type  II,  to  live  longer  and  better  lives.  It  is  incumbent  upon  the  United  States 
to  continue  its  role  as  the  world  leader  in  the  field  of  biomedical  research.  Public  health 
programs  must  also  be  strengthened  and  expanded  if  we  are  to  effectively  diminish  the  impact 
of  diabetes  and  other  chronic  diseases.  These  federally  funded  programs  are  essential  if  we  are 
to  translate  research  findings  into  practice  and  help  the  millions  of  Americans  who  have  diabetes 
and  those  who  do  not  yet  know  they  have  it. 

The  National  Institutes  of  Health  (NIH)  is  the  leading  biomedical  research  agency  in  the 
world.  It  must  continue  to  foster  cutting  edge  research  if  a  prevention  and  a  cure  for  diabetes 
are  to  be  found.  Recent  NIH  research  has  been  instrumental  in  providing  insights  into  diabetes, 
its  complications,  and  effective  intervention  strategies  and  treatments.  Most  notably,  the 
Diabetes  Control  and  Complications  Trial  (DCCT),  funded  by  the  National  Institute  of  Diabetes 
and  Digestive  and  Kidney  Diseases  (NIDDK),  found  that  maintaining  blood  sugar  levels  as  close 
to  normal  as  possible  delays  the  complications  of  diabetes. 
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Other  federally  funded  medical  research  has  also  yielded  positive  results.  Currently,  NIH 
researchers,  primarily  through  the  NIDDK,  but  also  funded  through  as  many  as  ten  separate  NIH 
institutes,  including  the  National  Heart,  Lung  and  Blood  Institute  and  the  National  Eye  Institute, 
have  been  making  great  progress  in  the  fight  against  diabetes.  Two  of  the  most  exciting 
initiatives  are  the  type  I  and  type  II  Diabetes  Prevention  Trials.  These  long-term  studies  are 
focusing  on  finding  ways  to  prevent  the  onset  of  diabetes  in  individuals  at  risk  for  developing 
the  disease.  Researchers  are  also  making  progress  on  better  understanding  the  genetics  of  both 
type  I  and  type  II  diabetes  and  the  role  of  environmental  factors  in  the  onset  of  type  I  diabetes. 
The  findings  may  lead  to  a  cure  for  diabetes. 

Like  the  federal  government,  the  American  Diabetes  Association  funds  a  variety  of 
diabetes  research  projects.  With  assistance  from  the  Allied-Signal  Foundation,  the  American 
Diabetes  Association  started  its  Genetics  of  Non-insulin  Dependent  Diabetes  Study  (GENNID), 
which  is  investigating  the  molecular  genetics  of  type  II  diabetes.  And  in  the  field  of  prevention, 
the  Association  has  joined  the  NIDDK  in  supporting  the  Diabetes  Prevention  Trial  for  type  I  and 
has  funded  numerous  investigators  focusing  on  the  prevention  of  diabetes.  Furthermore,  the 
Association  supports  basic  science  research  projects  which  will  allow  for  a  better  understanding 
of  the  underlying  causes  of  diabetes. 

But  we  know  first  hand  that  privately  financed  biomedical  research  will  not  be  sufficient 
to  conquer  diabetes  and  its  devastating  complications.  While  organizations  like  the  American 
Diabetes  Association  and  the  Juvenile  Diabetes  Foundation  International  designate  a  few  million 
dollars  for  diabetes  research  initiatives,  we  are  only  able  to  minimally  supplement  federal 
funding.  As  the  largest  financier  of  biomedical  research  in  this  country,  the  federal  government 
assumes  a  unique  role  in  the  effort  to  improve  America's  health  care.  And  because  investments 
in  medical  research  reap  future  dividends,  in  economic  and  human  terms,  it  is  critical  that  this 
unique  role  continues  to  grow. 

While  medical  research  is  an  essential  tool  for  diminishing  the  impact  of  diabetes  among 
Americans,  public  health  programs  and  services  which  translate  these  findings  into  practice  are 
equally  important.  By  empowering  people  at  the  local  level  with  skills  and  information,  we  can 
dramatically  reduce  the  number  of  Americans  affected  by  this  dreaded  disease.  Public/private 
partnerships,  so  effective  in  ensuring  high  quality  diabetes  research,  are  also  critically  needed 
if  we  are  to  be  successful  in  this  arena  as  well. 

The  American  Diabetes  Association  is  presently  working  towards  this  very  goal  with 
several  public  health-style  programs  of  its  own:  the  African  American  Diabetes  Program  and 
DAR  Hispanic  Outreach  program.  Working  in  conjunction  with  other  voluntary  health 
associations,  federal  governmental  agencies  and  private  industry,  the  Association  is  implementing 
these  programs  nationwide.  Their  goal  is  to  delay  the  onset  of  diabetes  and  to  reduce  the 
prevalence  of  diabetes-related  complications  in  the  African  American  and  Hispanic  communities. 
These  programs  seek  to  establish  an  effective  network  of  community-based  diabetes  activists  well 
versed  in  diabetes  and  diabetes  care  who  will  work  in  coalition  with  religious  institutions, 
community  centers  and  social  organizations.  But  as  with  medical  research,  we  can  only 
minimally  supplement  the  work  of  the  federal  government. 

And  continued  support  for  public  health  programs  is  critically  needed  from  the  federal 
government.  The  government  has  been  effective  in  its  efforts  to  reduce  the  burden  of  diabetes 
among  Americans  through  the  Centers  for  Disease  Control  and  Prevention  (CDC),  specifically 
its  Division  of  Diabetes  Translation.  This  program  is  presently  providing  funds  to  state  health 
departments  to  support  comprehensive  diabetes  prevention  and  control  activities.  Many  of  these 
programs  contain  elements  similar  to  the  American  Diabetes  Association's  African  American 
Diabetes  Program  and  DAR  in  that  they  seek  to  empower  individuals  with  the  tools  and 
information  they  need  to  reduce  the  burden  of  diabetes  in  their  community.  Many  state  health 
departments  have  reported  positive  results  in  this  area. 

These  preventive  health  measures  have  been  carried  out  primarily  through  the  state-based 
Diabetes  Control  Programs.    Technical  and  financial  assistance  have  been  provided  to  the 


472 


various  states'  health  departments  to  conduct  a  wide  range  of  preventive  services.  These 
programs  have  provided  eye  and  foot  examinations,  education  on  the  importance  of  diet  and 
exercise  and  prenatal  care  to  prevent  diabetes-related  infant  deaths.  These  programs  have  been 
very  successful  in  lessening  the  impact  of  diabetes  in  the  communities  in  which  they  operate. 

The  changing  face  of  health  care  in  America  is  necessitating  changes  in  the  way  the  CDC 
provides  these  diabetes-related  prevention  services.  Emphasis  on  quality  assurance,  public 
information  and  education,  social  marketing,  assuring  appropriate  utilization  of  available  care, 
assessment  of  health  outcomes,  community-based  interventions  and  development  of  effective 
public  policy  will  characterize  public  health  activities  in  the  coming  years.  The  Division  of 
Diabetes  Translation  plans  to  incorporate. these  aggressive  new  strategies  in  their  prevention  and 
control  efforts. 

The  state-based  Diabetes  Control  Programs  will  reflect  this  changing  nature  of  public 
health  in  America.  These  programs  will  begin  to  move  away  from  the  highly  localized  care  and 
the  direct  delivery  of  services  which  currently  characterize  the  program.  Instead,  they  will 
provide  leadership  and  coordination  of  the  diabetes-related  preventive  services  of  a  state's  health 
department.  By  assuming  this  greater  role  in  coordinating  diabetes-related  prevention  activities, 
the  CDC  can  expand  its  services  to  reduce  the  impact  of  diabetes  in  America  without 
compromising  quality  of  care. 

Recognizing  the  prevalence  of  diabetes  and  the  effectiveness  of  the  Division  of  Diabetes 
Translation.  Congress  provided  for  a  generous  increase  in  funding  for  the  program's  fiscal  year 
1994  and  1995  operations.  This  increase  in  funding  has  allowed  the  Division  of  Diabetes 
Translation  to  expand  its  prevention  and  control  efforts  into  additional  states  and  territories.  It 
is,  however,  the  desire  of  the  American  Diabetes  Association  to  see  the  Division  of  Diabetes 
Translation  operate  on  a  nationwide  basis.  It  is  critical  that  this  program  operate  in  all  states 
and  territories  at  a  funding  level  that  will  allow  each  state  health  department  to  adequately 
address  the  problem  of  diabetes  in  its  communities. 

Much  of  this  country's  progress  in  diabetes  research  and  prevention  and  control  efforts 
is  due  to  this  subcommittee's  recognition  of  the  benefits,  in  human  and  economic  terms,  of  a 
strong  federal  investment  in  diabetes  research  and  prevention  programs.  However,  additional 
funding  must  be  provided  to  these  research  and  prevention  and  control  programs  if  the  burden 
of  diabetes  is  to  continue  to  diminish  in  this  country.  For  these  reasons,  the  American  Diabetes 
Association  recommends  the  following  fiscal  year  1996  funding  levels: 


-  Program 

FY  1996 
recommendation 

National  Institutes  of  Health 

$13  billion 

National  Institute  of  Diabetes,  Digestive  and  Kidney  Disease 

$849  million 

National  Heart.  Lung  and  Blood  Institute 

$1.5  billion 

National  Eye  Institute 

$345  million 

Centers  for  Disease  Control  and  Prevention 

$2.25  billion 

CDC  Division  of  Diabetes  Translation 

$60  million 

These  funding  levels  will  enable  these  programs  to  continue  their  work  towards 
preventing  and  curing  diabetes  and  to  improving  the  lives  of  all  people  with  diabetes.  I 
appreciate  the  opportunity  to  present  testimony  to  the  subcommittee. 
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STATEMENT  OF  THE  AMERICAN  FARM  BUREAU  FEDERATION 

Production  agriculture  has  faced  many  changes  in  federal  government  budgets  in 
recent  years.  Agricultural  programs  have  been  part  of  the  15-20  percent  of  the  federal 
government's  budget  that  was  subject  to  the  budget  control  efforts  of  the  Grarnm-Rudman- 
Hollings  Acts  of  the  1980s  and  the  1990  budget  summit  agreement  between  Congress  and  the 
Bush  Administration.  As  a  result,  agricultural  spending  is  lower  in  real  terms  than  the 
average  for  the  last  40  years. 

More  changes  are  underway.  Price  and  income  support  programs  of  the  Commodity 
Credit  Corporation  (CCC)  are  targeted  for  further  spending  reductions.  Early  estimates  of 
reductions  proposed  by  House  and  Senate  budget  planners  are  in  the  $2-3  billion  per  year 
range.  This  would  be  in  addition  to  the  declining  budget  baseline  that  is  part  of  the  1996 
CBO  estimates.  It  appears  that  cuts  will  come  in  those  programs,  the  only  question  is  how 
much  the  cuts  will  be. 

These  cuts  will  require  farmers  and  ranchers  to  rely  increasingly  on  income  generated 
primarily  from  market  sales,  both  domestically  and  abroad.  This  will  require  even  more 
effective  research,  conservation,  production  and  trade  expansion  efforts  if  production 
agriculture  is  to  prosper  for  the  remainder  of  the  1990s  and  into  the  next  century. 

Discretionary  agricultural  programs  will  be  even  more  important  in  the  years  ahead. 
Since  spending  on  these  programs  has  been  held,  because  of  the  discretionary  budget  cap,  to 
little  or  no  growth  over  the  last  few  years,  we  see  no  reason  to  consider  further  cuts  in  these 
programs.  We  believe  that  some  programs  warrant  increased  spending  to  meet  the  new 
market  realities  that  farmers  and  ranchers  will  face  in  the  immediate  future. 

According  to  budget  data  from  USDA,  discretionary  budget  authority  for  farm  bill- 
related  items  in  FY  1995  is  $12.97  billion,  roughly  at  the  same  level  as  the  $13.04  billion  in 
FY  1992.  And,  if  an  accounting  change  had  not  been  made  with  respect  to  the  Federal  Crop 
Insurance  Corporation  (FCIC),  budget  authority  this  year  would  be  only  about  $320  million, 
or  2.3  percent v ^gher  than  in  FY  1992. 

During  the  same  period  of  time,  budget  authority  for  food  and  consumer  services  items 
increased  24.7  percent  from  $3.22  billion  in  FY  1992  to  $4.02  billion  in  FY  1995.  Also, 
budget  authority  for  rural  infrastructure  and  development  has  increased  by  8.3  percent  from 
FY  1992  to  FY  1995  from  $2.07  billion  to  $2.24  billion. 

Although  many  of  the  merits  of  the  food  and  consumer  services  programs  and  the 
rural  infrastructure  and  development  programs  are  laudable,  we  are  concerned  that  these 
programs  have  been  allowed  to  increase  at  a  time  when  programs  of  direct  benefits  to  farmers 
and  ranchers  have  had  little  or  no  growth  or  have  been  actually  cut  in  budget  authority.  We 
are  not  asking  for  special  treatment,  but  we  are  asking  for  equal  treatment 

Discretionary  appropriations  for  farm  bill  related  activities  were  about  2.5  percent  of 
discretionary  spending  in  FY  1995,  unchanged  from  FY  1992.  With  the  reductions  in  the 
cost  of  the  price  and  income  support  programs  that  are  projected  by  CBO  for  future  years,  we 
believe  that  consideration  should  be  given  to  increasing  the  portion  of  discretionary  spending 
that  is  allocated  to  programs  of  direct  benefit  to  farmers  and  ranchers.  An  increase  of  even 
$1  billion  would  provide  substantial  additional  support  to  programs  that  would  strengthen  the 
market  position  of  U.S.  agriculture. 

Specific  Items  for  Consideration 

While  there  are  many  programs  that  need  consideration,  a  few  are  particularly 
important  in  view  of  the  changes  in  public  policies  that  arc  ongoing. 

Crop  Insurance  -  This  program  was  revamped  by  Congress  last  year  and  just  began 
operating  earlier  this  year.  While  there  was  much  debate  when  this  program  was  considered 
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and  some  questions  remain,  we  believe  that  it  must  receive  full  funding  in  FY  1996  for 
operating  expenses  and  loss  coverage.  After  it  has  operated  for  a  full  year,  we  will  be  in  a 
better  position  to  gage  if  it  is  meeting  its  public  policy  goals. 

Conservation  Programs  -  With  production  agriculture's  attempts  to  conserve  natural 
resources  and  address  concerns  raised  in  the  wider  public  policy  debate,  conservation 
programs  should  receive  a  high  priority  in  funding.  This  includes  programs  such  as  technical 
assistance  for  NRCS,  cost-sharing  for  conservation  measures  and  funding  for  the  Conservation 
Reserve  Program.  At  a  minimum,  maintaining  these  efforts  is  needed,  and  some  increases 
would  be  justified. 

AFBF  filed  a  statement  for  the  record  on  March  20  that  goes  into  more  detail  about 
our  specific  soil  and  water  conservation  concerns. 

Agricultural  Production  and  Utilization  Research  -  As  noted  above,  public  policy  is 
clearly  moving  toward  less  direct  financial  assistance  for  production  agriculture  and  more 
income  from  markets.  To  achieve  that,  production  agriculture  must  be  responsive  to  changing 
market  needs  and  continue  to  improve  production  efficiency  to  meet  competition  from  other 
producers.  Research  is  a  key  component  of  that  effort  Production  and  marketing  research 
should  be  a  high  priority  for  increased  funding. 

Once  research  is  completed,  the  results  still  need  to  be  communicated  to  agricultural 
producers  and  suppliers  of  goods  and  services.  The  land  grant  universities  and  the  Extension 
Service  continue  to  play  important  roles  and  should  be  adequately  funded. 

Food  Safety  -  Food  safety  continues  to  be  a  concern  of  all  citizens.  USDA  inspection 
services  have  been  undergoing  changes  and  will  likely  see  more  in  the  future.  We  continue 
to  believe  that  funding  for  those  programs  should  come  from  general  revenues  and  not  from 
"user  fees"  (taxes)  placed  on  processors. 

As  pan  of  the  food  safety  effort,  more  research  is  needed  on  methods  to  effectively 
reduce  and  control  pathogens.  This  researcn  should  encompass  all  parts  of  the  food  system 
from  the  farm  all  the  way  to  the  consumer's  table. 

Trade  Related  Activities  -  The  Foreign  Agricultural  Service  and  PL-480  took  budget 
authority  reductions  in  FY  1995.  As  noted  eai  er,  trade  will  be  more  important  in  the  years 
ahead,  not  less.  Market  development  and  export  promotion  have  come  under  some  criticisms 
in  recent  years,  but  they  remain  effective  tools  in  communicating  the  message  that  U.S. 
farmers  and  ranchers  produce  high  quality  products  at  competitive  prices.  We  believe  that 
trade-related  items  should  be  high  priority  activities. 

Farm  Bureau  appreciates  the  opportunity  to  offer  comments  on  fiscal  year  1996 
agriculture  appropriations.  We  ask  your  consideration  as  the  subcommittee  allocates  funds 
and  urge  you  to  prioritize  items  identified  in  the  statement  as  important  to  America's  farmers 
and  ranchers. 


STATEMENT  OF  THE  AMERICAN  FOUNDATION  FOR  THE  BLIND 

Introduction 

The  mission  of  the  American  Foundation  for  the  Blind  is  to  enable  persons  who  are  blind  or  visually  impaired 
to  achieve  equality  of  access  and  opportunity  that  will  ensure  freedom  of  choice  in  their  lives.  AFB  accomplishes  this 
mission  by  taking  a  national  leadership  role  in  the  development  and  implementation  of  public  policy  and  legislation, 
informational  and  educational  programs,  diversified  products,  and  quality  services. 

We  appreciate  the  opportunity  to  submit  our  appropriations  recommendations  for  FY  19%  to  the 
Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and  Related  Agencies.  Additional  information  to 
substantiate  the  rationale  for  each  funding  recommendation  will  be  furnished  to  the  Subcommittee  upon  request. 
Please  note  that  the  recommendations  contained  herein  do  not  reflect  adjustments  for  inflation.  Therefore,  if  our 
recommended  amount  for  each  program  or  activity  cannot  be  appropriated,  we  urge  the  Subcommittee  to  increase  the 
appropriation  by  at  least  a  factor  for  inflation.  (All  figures  are  in  millions  of  dollars.) 
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It  is  our  understanding  that  the  Subcommittee  requires  this  information  in  advance  of  the  originally  scheduled 
closing  date  for  the  record  of  March  31.  We  will  provide  further  information  based  on  analysis  of  the  President's  FY 
1996  budget  prior  to  the  official  closing  date  and  hope  that  it  will  also  be  included  for  the  hearing  record. 


Individuals  with  Disabilities  Education  Act 
Special  Education  Personnel  Development  (Part  D) 

FY  1994  Appropriation  91 34  FY  19%  Authorization  pending         AFB    FY    1996  Recommendation 

FY  1995  Appropriation  91.34  HBCUs  pending  123.76 

HBCUs  25.62 

We  continue  to  be  seriously  concerned  about  the  shortage  of  teachers  who  are  trained  to  deal  with  the  unique 
needs  of  blind  and  visually-impaired  children.  Congress  needs  to  fund  these  programs  at  the  recommended  level  to 
insure  an  adequate  supply  of  qualified  personnel  who  can  instruct  blind  children  in  such  skills  as  orientation  and 
mobility  and  the  use  of  braille.  Also,  an  appropriation  to  the  full  authorization  level  for  grants  to  Historically  Black 
Colleges  and  Universities  can  significantly  assist  in  achieving  critically  needed  improvement  in  training  persons  to  serve 
those  needs  in  their  communities. 


Centers  and  Services  for  Deaf-Blind  Children  (Sec.  622) 

FY  1994  Appropriation  12.83  FY  1996  Authorization  pending  AFB  FY  1996  Recommendation  1435 

FY  1995  Appropriation  12.83 

This  recommendation  would  allow  a  modest  increase  for  the  OfGce  of  Special  Education  Programs  to  fund 
authorized  projects.  The  currently  identified  population  of  9,000  children  is  four  times  as  large  as  the  population 
identified  ten  years  ago.  In  addition,  inclusion  of  such  a  low-incidence  population  in  regular  classrooms  means  that 
Section  622  coordinators  must  provide  technical  assistance  in  very  wide  geographic  areas.  A  majority  of  school  districts 
nationally  have  no  personnel  trained  in  this  dual  disability.  There  is  an  increasing  number  of  special  educators  and 
general  educators  who  need  basic  training  in  instruction  of  the  children  who  are  deaf-blind. 


Media  and  Captioned  Films  (Sec.  653) 

FY  1994  Appropriation  18.64  FY  1996  Authorization  pending         AFB  FY  19%  Recommendation  242 

FY  1995  Appropriation  19.14 

Two  programs  under  Section  653  of  IDEA  are  of  particular  interest  to  AFB.  We  recommend  funding  for  video 
description  services  at  $2,000,000  for  FY  19%.  Video  description  provides  blind  persons  with  narration  of  visual 
elements  of  television,  cinema,  and  the  performing  arts.  Such  information  is  valuable  to  blind  or  visually  impaired 
persons  not  only  because  of  its  cultural  and  artistic  significance,  but  also  as  an  important  method  of  learning  the 
meaning  of  body  language  and  other  nonverbal  communication.  This  is  an  infant  program  already  showing  great 
promise. 

Also  in  this  account,  we  recommend  inclusion  of  an  increase  of  $900,000  over  FY  1995  funding  for  Recording 
for  the  Blind  (RFB).  RFB  is  the  only  national  source  of  recorded  educational  textbooks  for  blind  or  visually  impaired 
students  at  all  levels.  Increased  funding  will  allow  RFB  to  assist  in  compliance  with  the  spirit  and  philosophy  of  the 
Americans  with  Disabilities  Act  and  will  allow  production  of  more  vocational  education  and  adult  education  books. 
It  will  also  allow  new  programs  like  electronic  text,  expanding  the  more  highly  technical  science  program,  and  help  in 
the  production  of  employment-related  material. 


Rehabilitation  Services 

Independent  Living  Services  for  Older  Blind  Individuals  -  Title  VII,  Chapter  2 

FY  1994  Appropriation  8.13  FY  19%  Authorization  such  sums       AFB  FY  19%  Recommendation  13.0 

FY  1995  Appropriation  9.0 

We  recommend  that  the  Congress  appropriate  not  less  than  $13  million  in  FY  19%.  An  appropriation  of  $13 
million  will  serve  to  trigger  the  program  to  a  formula  grant  providing  core  services  for  all  states  and  territories. 

The  demographics  of  aging  and  vision  loss  are  staggering.  According  to  the  1990  census,  there  were  3308,000 
severely  visually  impaired  persons  age  55  and  over.  Between  1960  and  1990  this  population  more  than  doubled.  The 
fastest  growing  group  in  this  population  is  the  85-plus  category  and  as  many  as  one  in  four  of  this  group  is  severely 
visually  impaired.  Attainment  of  the  most  important  goals  for  this  group  of  individuals-independence,  productivity, 
and  reduced  dependence  on  family  caregivers-along  with  prevention  of  injuries  and  related  hospital  costs,  is 
significantly  enhanced  by  the  provision  of  services  authorized  under  this  program.  These  services  can  be  provided  at 
an  annual  cost  of  about  $600  to  $1,000  per  person. 
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Rehabilitation  Training  (Sec.  302) 

FY  1994  Appropriation  39.63  FY  1996  Authorization  such  sums       AFB  FY  19%  Recommendation  50.0 

FY  1995  Appropriation  39.63 

Long-term  grants  under  the  Rehabilitation  Act  provide  the  only  source  of  federal  training  funds  for  college- 
based  programs  to  train  orientation  and  mobility  instructors  and  rehabilitation  teachers  for  the  blind.  These  grants  are 
an  important  component  in  support  for  training  rehabilitation  counselors.  The  Rehabilitation  Services  Administration 
recently  completed  its  National  Training  Needs  Analysis  and  Summary  for  1990  which  identified  rehabilitation  of  the 
blind  as  a  critically  high  priority,  due  to  a  substantia]  number  of  eligible  VR  clients  who  have  gone  unserved.  There 
is  a  critical  shortage  of  trained  orientation  and  mobility  specialists  and  rehabilitation  teachers. 

Braille  Training  Projects  (Section  803,  Part  B) 

FY  1994  Appropriation  n/a  FY  1996  Authorization  such  sums       AFB  FY  1996  Recommendation  10.0 

FY  1995  Appropriation  n/a 

Every  American  has  the  right  to  an  elementary  education.  That  education  includes  instruction  in  reading  and 
writing  regardless  of  the  medium.  The  findings  of  Congress  in  establishing  the  1992  amendments  to  the  Rehabilitation 
Act  include  the  statement  that  "increased  employment  of  individuals  with  disabilities  can  be  achieved  through  the 

provision  of  individualized  training  and  the  provision  of  reasonable  accommodation."  The  Braille  Training  projects 

can  assist  in  the  achievement  of  these  goals  by  supporting  the  development  of  materials  and  in-service  training,  and 
pre-scrvicc  training  in  the  use  of  braille  to  youths  and  adults  who  arc  blind.  This  is  to  be  achieved  through  funding 
for  Section  803(b)  to  provide  support  for  states  and  public  or  nonprofit  agencies  and  organizations,  including 
institutions  of  higher  learning.  These  funds  will  pay  all  or  part  of  the  costs  of  training  vocational  rehabilitation  or 
education  personnel  in  the  use  of  braille.  The  $10  million  appropriation  request  for  this  function  is  based  on  prior 
experience  for  basic  funding  support  for  literacy  programs. 

Helen  Keller  National  Center 

FY  1994  Appropriation  6.74  FY  19%  Authorization  such  sums       AFB  FY  19%  Recommendation  15 

FY  1995  Appropriation  6.94 

The  Center  is  being  called  upon  to  service  an  increased  number  of  individuals  who,  in  addition  to  being  deaf- 
blind,  have  other  disabling  conditions,  including  mental  retardation.  These  individuals  require  intensive,  one-to-one 
training  for  as  much  as  sixteen  hours  each  day,  seven  days  a  week.  There  is  also  a  greater  demand  on  the  Helen  Keller 
National  Center's  resources  to  provide  training  to  staffs  of  the  group  homes  and  rehabilitation  programs  attempting 
to  serve  people  who  arc  deaf-blind,  multidisablcd.  An  increase  in  the  federal  appropriation  would  enable  the  Center 
to  expand  its  community  based  employment  and  living  programs  within  its  headquarters  rehabilitation  program  and 
its  support  to  the  affiliated  network  through  the  funding  of  at  least  two  new  affiliates  to  serve  an  additional  400  clients 
and  the  provision  of  training  to  the  expanding  number  of  group  homes  and  community  rehabilitation  programs.  In 
addition,  this  increase  would  provide  for  establishment  and  management  of  a  national  register  of  persons  who  are  deaf- 
blind.  Last  year's  small  appropriation  increase  was  not  sufficient  to  support  any  of  these  initiatives. 


American  Printing  House  for  the  Blind 

FY  1994  Appropriation  6.46  FY  19%  Authorization  such  sums       AFB  FY  19%  Recommendation  7.81 

FY  1995  Appropriation  6.68 

We  recommend  an  increase  of  at  least  $1.13  million  for  the  American  Printing  House  for  the  Blind  (APH) 
over  last  year's  funding  level  inasmuch  as  the  number  of  students  to  be  served  continues  to  grow.  In  addition  to  braille 
and  talking  book  production,  APH  develops,  and  is  the  only  supplier  of,  unique  educational  products  (such  as 
mathematical  aids,  tactile  globes,  etc.)  which  are  available  to  schools  on  a  quota  formula  basis.  Such  equipment  is  vital 
to  the  education  of  blind  children.  The  appropriation  has  remained  fairly  constant  over  10  years  while  the  number 
of  eligible  students  increased  by  nearly  12,000  over  the  same  period.  Funding  over  the  FY  1995  level  would  provide 
for  an  increase  in  the  per  student  allotment  of  $108  to  $120  and  could  increase  the  number  of  students  served  from 
54375  to  56,000. 


STATEMENT  OF  THE  AMERICAN  GAS  ASSOCIATION 

The  American  Gas  Association  (A.G.A.)  is  a  national  trade  association 
comprising  over  275  natural  gas  utilities,  pipelines,  and  marketing  and  gathering 
companies  throughout  tho  United  States,  Canada  and  Mexico.  These  companies 
deliver  gas  energy  from  the  wellhead  to  the  burner  tip,  serving  nearly  58  million 
customers,  which  accounts  for  more  than  90  percent  of  the  natural  gas  delivered  in 
the  United  States.  The  residential  sector  represents  a  core  market  for  the  U.S.  natural 
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gas  industry,  accounting  for  over  91  percent  of  total  customers  in  1993.  Currently, 
residential  gas  use  accounts  for  about  24  percent  of  total  U.S.  gas  consumption,  the 
majority  of  which  is  used  for  cooking,  space  and  water  heating  purposes.  A.G.A.  is 
very  pleased  to  have  this  opportunity  to  submit  its  comments  to  the  Subcommittee  in 
support  of  the  Low-Income  Home  Energy  Assistance  Program  (LIHEAP). 

A.G.A.  commends  Subcommittee  Chairman  Arlen  Specter  and  Sen.  Tom  Harkin 
and  other  members  of  the  subcommittee  for  their  leadership  in  the  Appropriations 
Committee  in  maintaining  the  funding  for  LIHEAP  in  the  advanced  appropriations  of 
$1,319  billion  for  FY96  when  the  committee  and  the  Senate  were  considering 
measures  to  rescind  FY95  funding.  We  look  forward  to  working  with  the  subcommittee 
in  the  future  in  these  efforts. 

Most  of  our  members  work  with  customers  who  are  having  difficulty  paying  their 
bills  --  very  often  through  no  fault  of  their  own.  In  each  of  these  companies,  there  are 
employees  assigned  with  the  responsibility  for  developing  and  implementing  programs 
for  payment  troubled  and  special  needs  customers,  such  as  LIHEAP  Outreach,  Special 
Payment  Programs,  Customer  Assistance  Referral  and  Evaluation  Services,  and 
Weatherization. 

A.G.A.  has  noted  that  Congress  is  committed  to  reforming  the  nation's  welfare 
system,  and  we  commend  this  Congress  for  taking  on  such  an  important  and 
significant  task.  We  agree  that  this  reform  process  should  be  focused  on  eliminating 
ineffective  programs  or  redesigning  them  so  that  they  are  sufficiently  flexible  to  lift 
people  out  of  welfare  and  off  government  assistance.  In  our  view,  the  present  LIHEAP 
program  could  be  used  as  a  model  for  its  effectiveness  and  flexibility. 

As  Congress  begins  the  process  of  reducing  Federal  spending,  it  is  essential 
that  members  of  this  Subcommittee  distinguish  successful  and  necessary  Federal 
assistance  programs  from  those  programs  where  the  need  is  questionable  or  the 
effectiveness  is  marginal.  When  considering  LIHEAP,  A.G.A.  urges  Congress  to  keep 
in  mind  that  it  is  one  of  only  a  few  Federal  programs  for  which  the  working  poor  are 
eligible.  62  percent  of  its  recipients  did  not  receive  any  other  public  assistance.1 

A.G.A.  also  hopes  that  this  Subcommittee  will  consider  that  many  private  sector 
energy  assistance  programs  have  been  created  upon  a  foundation  with  LIHEAP  as  the 
cornerstone.  Therefore,  the  underlying  theme  of  our  comments  is  to  underscore  the 
importance  of  not  pulling  out  the  cornerstone  upon  which  so  many  private  sector 
programs  have  been  developed.  A.G.A.  would  even  suggest  that  a  defacto  LIHEAP 
partnership  has  been  created  between  the  Federal  and  private  sectors.  Both  of  these 
sectors  have  made  a  significant  economic  commitment  to  LIHEAP  through  investments 
of  time  and  contributions. 

In  the  recent  past,  LIHEAP  was  considered  a  program  with  a  similar  priority  to 
that  of  Head  Start.  However,  last  year,  appropriations  for  Head  Start  increased,  while 
the  appropriation  for  LIHEAP  was  reduced  by  approximately  eight  percent.2 
Therefore,  A.G.A.  hopes  that  there  will  be  no  further  reduction  in  LIHEAP  funding. 
However,  if  the  LIHEAP  appropriation  is  again  reduced,  A.G.A.  requests  that  cuts  in  all 
programs  be  made  in  an  equitable  and  proportionate  manner,  with  the  recent 
increases  and  reductions  taken  into  consideration. 

These  comments  focus  on  four  central  themes:  (1)  LIHEAP  is  a  model  of  how  a 
block  grant  program  should  work;  (2)  LIHEAP  exemplifies  a  successful  model  for  a 
partnership  between  the  Federal  and  private  sectors;  (3)  the  need  for  energy 
assistance  for  America's  poor  far  exceeds  the  resources  of  the  private  sector;  and,  (4) 
while  the  wellhead  cost  of  natural  gas  has  declined  in  recent  months,  delivered  costs 
of  natural  gas,  for  a  number  of  reasons,  have  not  declined. 


1  U.S.  Department  of  Health  and  Human  Services,  Low  Income  Home  Energy  Assistance 
Program,  Report  to  Congress  for  Fiscal  Year  1993,  at  30  (1994). 

2  Appropriations  for  FY94  was  $1,437  billion,  for  FY95  it  is  $1,319  billion. 
Congressional  Research  Service,  The  Low-Income  Home  Energy  Assistance  Program,  at  CRS-5, 
November  15,  1994. 
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I.  LIHEAP  is  a  Model  for  how  a  Block  Grant  Program  Should  Work. 

LIHEAP  and  the  LIHEAP-related  programs  have  the  support  of  private  industry 
as  well  as  the  American  people.  In  fact,  LIHEAP  has  been  praised  by  a  number  of 
Governors  as  a  model  for  how  a  Federal  block  grant  to  the  states  should  work.  When 
the  Clinton  Administration  targeted  LIHEAP  for  a  reduction  in  its  budget  proposal,  there 
was  strong  bipartisan  opposition  in  both  the  House  and  Senate.  The  Governors  also 
opposed  any  reduction.  Specifically,  the  Governors  of  15  states,  including  Illinois, 
Wisconsin,  and  Ohio,  petitioned  President  Clinton  to  maintain  LIHEAP  funding,  stating 
that  "LIHEAP  often  is  the  only  help  available  to  working  poor  households  and  may  be 
literally  life-saving."  The  Governors'  broad-based,  bipartisan  support  for  LIHEAP 
results  from  minimal  Federal  requirements,  and  broad  discretion  for  the  states  in 
deciding  important  issues  of  eligibility,  benefits  and  program  management. 

LIHEAP  is  presently  administered  through  existing  state  and  local  governmental 
agencies  or  their  agents.  States  are  required  by  law  to  keep  LI  HEAP'S  administrative 
costs  at  or  below  ten  percent.  Therefore,  ninety  cents  of  every  dollar  goes  to  helping 
people  stay  warm  or  making  their  homes  warmer  through  weatherization. 

II.  LIHEAP  exemplifies  a  successful  model  for  a  partnership  between 
the  Federal  and  private  sectors. 

Enhancing  the  states'  success  are  funds  and  resources  contributed  by  the 
private  sector  to  the  local  communities.  These  private  sector  funds  are  used  in 
communities  across  the  nation  to  achieve  the  public  policy  goals  of  LIHEAP. 

In  revitalizing  America,  our  leaders  have  called  upon  the  volunteer  spirit  of  those 
who  are  more  fortunate  to  do  their  part  to  assist  others.  This  "community-based" 
concept  is  inherent  in  the  array  of  programs  that  have  been  created  over  time  to 
supplement  LIHEAP.  The  Federal  government  now  has  many  private  sector  partners, 
both  in  industry  and  individuals,  who  have  made  an  economic  commitment  to  provide 
energy  assistance  through  cash  contributions  and  a  myriad  of  LIHEAP-related 
programs. 

A.G.A.  and  its  members  recognize  that  we  play  a  vital  role  within  the  community. 
A.G.A.'s  members  clearly  understand  that  one  of  these  roles  is  assisting  low-income 
customers  who  need  help.  Our  member  companies  contribute  millions  of  dollars  each 
year  to  assist  those  who  have  difficulty  paying  their  bills. 

One  example  is  the  fuel-fund  program.  Originally  started  as  a  private  sector 
effort  to  assist  low-income  families  to  pay  their  fuel  bills,  fuel-funds  and  similar 
company-sponsored  programs  continue  to  provide  assistance  to  payment-troubled 
customers.  The  National  Fuel  Fund  Network  survey  in  1994  found  that  fuel  funds 
distributed  $68  million  to  553,000  households  in  1993,  a  nine  percent  increase  over 
1991. 3  This  generosity  is  a  testament  to  the  support  of  middle  income  Americans 
assisting  low  and  fixed-income  consumers  to  pay  their  bills. 

A.G.A.'s  members  have  developed  other  innovative  and  effective  programs  to 
assist  low-income  consumers  by  putting  their  company's  money  and  human  resources 
to  work.  This  assistance  is  given  through  a  variety  of  efforts  such  as 
outreach  referral  and  assistance  programs,  debt  forgiveness  programs, 
weatherization,  budget  counseling,  special  payment  plans,  and  from  stockholders' 
contributions.  All  of  these  programs  are  designed  to  help  any  qualifying  customer 
experiencing  trouble  paying  their  bill.  In  addition,  many  companies  provide  1-800 
numbers  and  conduct  extensive  outreach  efforts  to  encourage  eligible  customers  to 
apply  to  these  programs. 


3  1994  Survey  of  Fuel  Funds  in  the  United  States  Final  Report,  U.S.  Department  of  Health 
and  Human  Services,  at  p.  1,  July  1994. 
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A.G.A.  would  like  to  provide  this  Subcommittee  with  some  brief,  but  specific 
examples  of  the  contributions  made  by  A.G.A.  member  companies  on  a  Federal 
LIHEAP  dollar/to  company  dollar  basis. 

(1)  The  Peoples  Natural  Gas  Company  -  approximately  $1.00  per  $1.00  LIHEAP 
$4.4  million  total  in  Peoples  contributions  in  1994. 

(2)  Columbia  Distribution  Companies  -  approximately  $0.46  per  $1.00  LIHEAP 
$8.2  million  total  in  Columbia  contributions  in  1994. 

(3)  Brooklyn  Union  Gas  Company  -  approximately  $1.70  per  $1.00  LIHEAP 
$3.0  million  in  total  Brooklyn  Union  contributions  in  1994. 

(4)  MICHCON  -  approximately  $0.50  per  $1.00  LIHEAP 
$19.0  million  in  total  MICHCON  contributions  in  1994. 

As  you  can  see,  the  member  companies  cited  above  have  made  a  substantial 
commitment  of  company  funds  to  supplement  Federal  LIHEAP  funds.  Should  LIHEAP 
funding  drastically  decline,  all  the  contributions  from  the  private  sector  could  not 
possibly  begin  to  fill  the  void. 

III.  The  need  for  energy  assistance  by  America's  poor  far  exceeds  the 
resources  of  the  private  sector. 

While  the  number  of  constituents  receiving  LIHEAP  assistance  varies  from 
member  to  member  on  this  Subcommittee,  no  one  would  dispute  that  poverty  in 
America  continues  to  be  a  serious  problem,  and  that  energy  costs  are  an  enormous 
burden  for  lower-income  families,  especially  the  working  poor.  The  bottom  line  here  is 
that  while  all  these  efforts  by  industry  and  individuals  in  the  private  sector  are 
invaluable,  they  simply  underscore  the  need  for  adequate  Federal  funding  of  LIHEAP. 

IV.  While  the  wellhead  cost  of  natural  gas  has  declined  in  recent 
months,  delivered  costs  of  natural  gas,  for  a  number  of  reasons, 
have  not  declined. 

A.G.A  would  also  underscore  the  fact  that  the  cost  of  providing  energy  services 
has  not  gone  down.  In  1980,  the  national  average  residential  gas  price  was  $3.61/Mcf. 
In  1992,  that  price  had  increased  to  $5.69.4  Companies  purchase  the  lowest  cost 
natural  gas  available.  These  savings  are  then  passed  on  to  its  customers.  In  addition, 
every  effort  is  made  to  control  the  costs  of  delivering  gas  to  customers. 

According  to  a  recent  report  by  the  National  Consumer  Law  Center,  the  income 
of  the  poor,  particularly  AFDC  families  with  children  and  the  working  poor, 
increased  at  a  slower  rate  than  the  growth  in  energy  prices  during  the  period  from 
1988  to  1992.5  In  addition,  while  the  price  of  gas  increased  at  approximately  the 
same  pace  as  inflation,  the  income  of  the  poor  failed  to  keep  pace  with  the  rate  of 
inflation.  As  a  result,  the  proportional  burden  on  the  household  incomes  of  the  poor  for 
paying  the  gas  bill  is  greater  now  than  at  anytime  in  the  past  17  years. 

It  is  clear  that  the  cost  of  home  energy  continues  to  be  a  significant  burden 
regardless  of  the  cost  of  energy.  Recent  data  indicates  that  7  million  of  the  poorest 
households  in  America  experience  high  energy  burdens  in  proportion  to  income.6  In 
the  absence  of  Federal  fuel  assistance,  A.G.A.  fears  that  the  inability  to  pay  the  energy 
bill  will  result  in  preventing  public  assistance  recipients  from  achieving  self-reliance  or 
even  force  them  back  into  the  public  assistance  system.  One  member  company  has 


4  Gas  Facts,  A  Statistical  Record  of  the  Gas  Industry,  at  113  (1994). 

5  Energy  and  the  Poor:  The  Crisis  Continues,  National  Consumer  Law  Center,  January 
1995. 

6  Osterberg  and  Sheehan,  On  the  Brink  of  Disaster:  A  State-by-State  Analysis  of  Low- 
Income  Natural  Gas  Winter  Heating  Bills,  at  p.  22,  February  1994. 
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experienced  customers  who  have  come  off  energy  assistance,  but  reapplied  for 
enrollment  within  a  month  when  faced  with  the  task  of  paying  their  current  gas  bill  and 
paying-down  their  pre-assistance  arrearages.  Data  from  the  Department  of  Human 
Services  also  indicates  that  in  1990,  more  than  5.3  million  households  in  the  United 
states,  irrespective  of  income,  experienced  one  or  more  service  terminations  due  to 
nonpayment.  Nationwide,  residential  arrearages  reached  $1.65  billion  in  1990.7 

V.  Conclusion. 

Many  thousands  of  people  throughout  hundreds  of  communities  are  provided 
some  relief  by  LIHEAP  and  the  energy  related  programs  subsidized  by  A.G.A.  member 
companies  and  others  in  the  private  sector.  But,  there  are  so  many  in  need  of  LIHEAP 
assistance  that  the  private  sector,  by  itself,  cannot  begin  to  fill  the  void  should  LIHEAP 
be  discontinued.  Working  together,  both  the  Federal  and  private  sector  can  reach  out 
and  provide  this  critical  and  much  needed  assistance. 

In  closing,  A.G.A.  asks  that  this  Subcommittee  strengthen  the  efforts  of  those  of 
us  at  the  state  and  local  levels  by  meeting  the  level  of  LIHEAP  funding  authorized  for 
FY95  and  FY96.  A.G.A.  and  its  members  thank  Congress  for  all  its  prior  support  for 
this  program,  and  look  forward  to  continue  working  with  the  Federal  government  in 
partnership  in  the  coming  fiscal  year.  ' 


7  Osterberg  and  Sheehan,  On  the  Brink  of  Disaster:  A  State-by -State  Analysis  of  Low- 
Income  Natural  Gas  Winter  Heating  Bills,  at  p.  3,  February  1994. 


STATEMENT  OF  SUZANNE  OPARIL,  M.D.,  PRESIDENT,  AMERICAN 
HEART  ASSOCIATION 

The  American  Heart  Association,  committed  to  reducing  disability  and  death  from  cardiovascular  diseases, 
including  heart  attack  and  stroke,  works  with  federal  agencies  responsible  for  research,  education  and  prevention 
programs.  Our  comments  and  FY  1996  funding  recommendations  for  programs  of  major  interest  follow. 

Research  and  prevention  programs  are  critical  because  they  save  lives  and  money.  But.  currently,  only  3  cents 
of  every  health  care  dollar  goes  to  medical  research.  However,  a  nationwide  1993  Harris  poll,  commissioned  by 
Research!  America,  found  that  9  out  of  10  Americans  believe  that  the  United  States  should  spend  more  on  medical 
research  to  better  diagnose,  prevent  and  treat  disease.  Moreover,  the  poll  showed  that  2  out  of  3  Americans  rate 
medical  research  as  the  most  valuable  type  of  scientific  research. 

Cardiovascular  diseases,  including  heart  attack  and  stroke,  remain  America's  No.  1  killer  of  men  and  women 
since  1919  and  a  leading  cause  of  disability.  Cardiovascular  diseases  cause  a  death  every  34  seconds  in  the  United 
States,  killing  more  than  925.000  Americans  each  year.  Heart  attack,  the  single  largest  cause  of  death  in  this 
nation,  kills  more  than  5  times  as  many  American  women  as  breast  cancer.  Stroke  is  America's  third  biggest  killer 
and  the  chief  cause  of  permanent  disability.  More  than  60  percent  of  fatal  stroke  victims  are  female.  Based  on  a 
lifespan  of  74  years,  cardiovascular  diseases  accounted  for  4.7  million  years  of  potential  life  lost  in  1991. 

When  discussing  the  fruits  of  medical  research,  most  scientists  point  to  the  dramatic  decline  in  the  age-adjusted 
death  rates  from  heart  attack  and  stroke  from  1950  to  1990.  But.  despite  that  progress,  heart  attack  and  stroke  still 
occur  in  epidemic  proportions,  representing  the  greatest  and  most  costly  health  burden  for  this  country  The 
majority  of  American  families  have  been  touched  by  these  devastating  diseases.  According  to  a  1994  Gallup  poll. 
54  percent  of  Americans  have  a  family  history  of  heart  attack  or  stroke. 

Approximately  1  in  4  Americans  suffer  from  cardiovascular  diseases  at  an  estimated  cost  to  this  nation  of 
$138  billion  in  medical  expenses  and  lost  productivity  in  1995.  Stroke  accounts  for  over  $21  billion  of  this 
amount.  These  enormous  costs  dwarf  the  $855  million  National  Institutes  of  Health  FY  1993  budget  for  heart  and 
stroke  research.  Only  0.62  percent  of  the  expenditures  for  cardiovascular  health  are  being  invested  in  NTH- 
supported  heart  and  stroke  research-an  unacceptable  percentage  for  any  forward  looking  enterprise.  America  is 
jeopardizing  its  future  by  failing  to  support  promising,  cost  effective  discoveries  that  could  pave  the  way  to  disease 
prevention  and  cure. 

The  National  Center  for  Health  Statistics  reports  that  an  elimination  of  all  major  forms  of  cardiovascular 
diseases,  including  heart  attack  and  stroke,  would  increase  life  expectancy  by  about  10  years;  but,  if  all  forms  of 
cancer  were  eradicated,  the  increase  would  be  only  3  years.  Yet,  fewer  federal  research  dollars  are  spent  on  heart 
disease  and  stroke  compared  to  other  major  diseases.  In  FY  1993,  the  Department  of  Health  and  Human  Services 
spent  36  times  more  on  research  funding  per  death  of  an  AIDS  victim  than  was  spent  per  death  of  a  victim  of  heart 
disease.  Similarly,  with  regard  to  dollars  spent  per  death,  AIDS  funding  exceeded  stroke  funding  by  50  to  1, 
cancer  funding  exceeded  stroke  funding  by  5  to  1  and  heart  disease  funding  by  4  to  1. 
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National  Institutes  of  Health 

NIH-supported  research  is  the  best  way  to  bring  down  health  care  costs,  provide  Americans  with  cutting-edge 
treatment  and  prevention  efforts  and  maintain  America's  status  as  the  world  leader  in  medical  research.  To 
provide  for  a  modest  growth  in  biomedical  research,  the  AHA  supports  the  FY  1996  Ad  Hoc  Group  for  Medical 
Research  Funding  s  proposal  of  $13  billion  for  the  NIH  Within  this  amount  our  recommendations  for  specific 
institutes  follow. 

National  Heart,  Lung,  and  Blood  Institute 

The  NHLBI's  research  and  disease  prevention  portfolio  has  been  highly  effective.  A  high  priority  is  given  to 
research  project  grants.  In  addition,  the  NHLBI  stresses  other  important  program  mechanisms,  such  as  clinical 
trials,  population  studies,  specialized  centers  of  research,  research  and  demonstration  centers,  training  programs, 
research  and  development  contracts  and  education  and  direct  prevention  programs.  This  carefully  balanced 
approach  has  contributed  to  the  success  of  NHLBI  programs  and  has  enhanced  its  effectiveness  in  translating  new 
science  into  public  benefit. 

The  Institute's  research  programs  have  produced  major,  cost  effective  advances,  some  of  which  follow.  An 
NHLBI-supported  clinical  trial,  co-sponsored  with  the  National  Institute  on  Aging,  showed  that  an  inexpensive, 
commonly-used  antihypertensive  drug  reduced  stroke  and  heart  attack  in  victims  of  systolic  hypertension  (SH),  a 
form  of  high  blood  pressure  that  afflicts  about  3  million  older  Americans.  Nationwide  treatment  of  SH  in  the 
elderly  could  save  at  least  $25  million  a  year  in  health  care  costs.  Another  clinical  trial  revealed  that  the  use  of  an 
angiotensin  converting  enzyme  (ACE)  inhibitor  reduced  deaths  and  hospitalizations  of  congestive  heart  failure 
victims.  Routine  use  of  an  ACE  inhibitor  to  treat  chronic  heart  failure  could  prevent  approximately  10.000  to 
20,000  deaths  and  about  100.000  hospitalizations  annually.  Associated  savings  are  estimated  at  $1  billion. 

NHLBI-funded  research  demonstrated  that  a  blood  test  to  diagnose  or  rule  out  heart  attack  within  the  first 
6  hours  of  symptoms  could  reduce  coronary  care  unit  admissions  by  30  to  70  percent,  achieving  a  substantial 
savings.  Because  less  than  30  percent  of  patients  admitted  to  hospitals  with  chest  pain  are  subsequently  found  to 
have  suffered  a  heart  attack,  quickly  ruling  out  heart  attack  in  these  victims  could  save  about  $4  billion  a  year.  The 
NHLBI-sponsored  Trial  of  Antihypertensive  Interventions  and  Management  showed  that  weight  loss  is  effective  in 
reducing  blood  pressure.  High  blood  pressure  is  the  most  pervasive  cardiovascular  disease,  the  most  critical  stroke 
risk  factor  and  a  leading  cause  of  heart  attack,  kidney  failure  and  congestive  heart  failure.  Findings  from  this  study 
reveal  that  many  patients  with  mild  high  blood  pressure  who  control  their  weight  could  avoid  medications  entirely, 
thereby  reducing  health  care  costs. 

The  Postmenopausal  Estrogen  Progestin  Intervention  Trial  (PEPI),  administered  and  primarily  funded  by  the 
NHLBI.  is  the  first  major  clinical  trial  to  stud>'  the  effects  of  hormone  replacement  therapy  on  heart  disease  risk 
factors  in  postmenopausal  women.  PEPI  showed  that  hormone  replacement  therapy  provided  meaningful  increases 
in  HDL  or  good  cholesterol  in  postmenopausal  women.  Also,  PEPI  found  that  hormone  replacement  therapy 
reduced  two  other  heart  disease  risk  factors:  LDL  or  bad  cholesterol  and  fibrinogen— a  blood  clotting  factor 
predictive  of  stroke  and  heart  attack.  In  addition,  none  of  the  three  estrogen/progestin  combinations  examined 
caused  high  blood  pressure,  weight  gain  or  hyperplasia,  significant  cell  overgrowth  in  the  uterine  lining  that  can 
develop  into  cancer.  Results  of  other  ongoing  trials  such  as  the  Women's  Health  Initiative  are  needed  to  determine 
whether  raising  HDL  levels  reduces  the  risk  of  developing  or  dying  from  heart  disease. 

NHLBI-supported  researchers  discovered  that  electrocardiography  (ECG)  can  detect  reversal  of  left  ventricular 
hypertrophy,  a  common  type  of  thickened  heart  muscle  found  generally  in  the  elderly  and  hypertensives,  and  link  it 
to  decreased  risk  of  heart  attack  and  stroke.  The  study  also  found  that  aggressive  treatment  of  high  blood  pressure 
in  these  patients  improves  the  condition.  Other  new  research  progress  includes,  recognition  of  a  defective  gene 
that  causes  Liddle's  syndrome,  a  severe  and  rare  form  of  high  blood  pressure  in  children  that  can  result  in  kidney 
failure,  stroke  and  death  as  early  as  age  40;  recognition  of  a  link  between  a  human  gene  and  essential  hypertension, 
the  most  common  form  of  high  blood  pressure;  revelation  that  even  borderline  systolic  blood  pressure  is  a  key  heart 
attack  and  stroke  risk  factor;  demonstration  that  some  types  of  congenital  heart  disease  can  be  attributed  to  simple, 
identifiable  genetic  defects;  utilization  of  genetic  markers  to  develop  a  pre-clinical  diagnostic  test  for  hypertrophic 
cardiomyopathy,  the  most  common  inherited  heart  disease  and  the  major  cause  of  sudden  death  in  the  young, 
manipulation  of  an  innovative  gene  therapy  in  animals  to  prevent  renarrowing  of  arteries  after  angioplasty;  and 
reduction  of  mean  levels  of  cholesterol  in  adults  over  a  3 1-year  period.  Findings  from  these  studies  will  provide 
opportunities  for  health  care  cost  savings  and  for  new  knowledge  and  treatment. 

The  steady  decline  in  relative  support  for  the  NHLBI.  compared  to  the  other  institutes,  is  a  major  concern.  The 
Institute's  FY  1995  appropriation  is  a  2.9  perceru  increase  over  the  FY  1994  level,  less  than  inflation  as  estimated 
by  the  Biomedical  Research  and  Development  Price  Index  at  4. 1  percent.  The  current  appropriation  has  reduced 
the  NHLBI  buying  power  below  its  FY  1985  level,  which  has  restricted  the  Institute's  ability  to  fund  many 
promising  areas  of  research. 

The  AHA  advocates  an  FY  1996  appropriation  of  $1.5  billion  for  the  NHLBI,  allowing  expansion  of  current 
programs  to  more  sufficient  levels  and  initiation  of  new  research.  Promising  research  opportunities  for  innovative, 
cost-saving  approaches  to  the  diagnosis,  treatment  and  prevention  of  cardiovascular  diseases,  such  as  heart  attack 
and  stroke,  which  could  be  exploited  with  more  resources,  include: 

•  studies  to  help  the  heart  grow  new  blood  vessels:  to  examine  cellular  mechanisms  that  enable  the  heart  to  bypass 
disease  by  dev  eloping  new  blood  vessels  that  would  cany  blood  around  obstructed  arteries.  Researchers  hope  that 
ultimately  gene  therapy  can  stimulate  the  heart  to  grow  blood  vessels; 

•  gene  transfer  for  treatment  of  cardiovascular  diseases:  to  develop  better  tools  (vectors)  for  carrying  genes  to  be 
transferred,  enhance  ways  of  reaching  diseased  areas  of  the  heart  and  blood  vessels  and  promote  understanding  of 
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defective  genes-prerequisites  for  gene  therapy.  Gene  therapy  has  potential  for  treatment  of  high  blood  pressure 
and  stroke  which  disproportionately  affect  African-Americans,  who  may  be  among  the  earliest  recipients  of  this 
innovative,  cutting-edge  therapy; 

•  research  on  the  inner  linine  (endothelium)  of  the  heart  and  blood  vessels:  to  study  how  the  normal  endothelium 
protects  the  heart  and  blood  vessels,  how  it  becomes  injured  by  cardiovascular  diseases  and  how  to  prevent  or 
repair  injury.  This  research  will  provide  important  leads  for  effective  treatment  and  prevention  of  heart  attack 
and  stroke; 

•  heart  adaptation  to  postnatal  life:  to  study  the  dramatic  adjustments  in  the  heart  and  blood  vessels  that  take  place 
when  a  baby  is  born.  In  order  to  change  the  baby's  source  of  oxygen  from  the  mother  to  the  baby's  own  lungs, 
the  heart  undergoes  major  changes  in  structure,  through  redirecting  blood  flow.  If  these  critical  changes  in  the 
heart  fail  to  take  place,  the  newborn  baby  cannot  take  on  oxygen  and  becomes  seriously  ill  or  dies.  Research  on 
how  these  normal  heart  changes  occur  and  why  they  fail  in  those  born  with  heart  defects  is  needed  to  develop 
techniques  to  cure  or  prevent  congenital  heart  defects.  Inborn  heart  defects  are  the  most  common  birth  defect, 
the  major  cause  of  birth  defects-related  infant  deaths  and  a  leading  cause  of  childhood  illness  and  disability; 

•  gene-nutrient  interactions  in  congenital  heart  defects:  to  identify  mechanisms  by  which  nutrients  interact  with 
genes  necessary  for  normal  heart  development.  Results  of  this  initiative  may  lead  to  recognition  of  whether 
genes  regulating  heart  development  also  regulate  nutrient  metabolism  and  whether  products  of  these  genes 
require  certain  nutrients  to  function  properly.  The  research  may  also  lead  ultimately  to  new  approaches  for  the 
prevention  of  up  to  35  types  of  recognized  congenital  heart  defects.  Topics  of  interest  include  molecular  and 
genetic  studies  of  heart  development  in  nonhuman  models  and  small  epidemiological  studies  on  the  role  of 
nutrients  in  the  dev  elopment  of  human  congenital  heart  defects; 

•  heart  failure:  to  identify  the  role  and  limitations  of  adaptive  mechanisms  that  strengthen  the  failing  heart  or 
cause  the  sick  but  compensated  heart  to  fail.  Improved  knowledge  of  these  processes  will  lead  to  better  treatment 
of  congestive  heart  failure,  the  leading  cause  of  hospitalization  for  Americans  over  age  65,  an  important  cause  of 
disability  and  the  only  form  of  heart  disease  increasing  in  prevalence  in  this  country; 

•  mechanisms  of  high  blood  pressure  in  African-American  men  and  women:  to  enhance  understanding  of  causes 
of  hypertension,  which  is  more  common  and  severe  in  blacks  than  whites.  Research  findings  will  improve  high 
blood  pressure  treatment  and  lead  to  the  prevention  of  the  cardiovascular  complications  of  hypertension, 
including  stroke,  heart  attack  and  kidney  failure; 

•  cardiovascular  disease  risk  and  incidence  in  elderly  blacks:  to  analyze  prevalence,  severity  and  risk  factors  and 
develop  preventive  measures  for  heart  attack  and  stroke,  which  disproportionately  affect  African-Americans;  and 

•  cardiovascular  disease  and  menopause:  to  determine  whether  increases  in  LDL  or  bad  cholesterol  at  the  time  of 
menopause  can  be  prevented  or  lowered  with  intensive  lifestyle  changes,  including  diet  and  exercise,  through 
decreasing  risk  of  heart  attack  in  middle-aged  and  elderly  women. 

National  Institute  of  Neurological  Disorders  and  Stroke 

Stroke  is  the  third  most  common  cause  of  death  in  the  United  States,  the  leading  cause  of  serious  disability  and 
a  major  contributor  to  late-life  dementia.  Stroke  strikes  an  American  every  60  seconds  or  500.000  each  year, 
killing  a  victim  every  3.5  minutes  or  143.640  Americans  each  year.  More  than  60  percent  of  fatal  stroke  victims 
are  female  Stroke  occurs  primarily  in  the  elderly,  but  also  can  strike  newborns,  the  young  and  drug  abusers. 
Stroke  incidence  and  death  rates  are  higher  in  blacks  and  in  the  southeast-Alabama.  Arkansas,  Georgia  Indiana, 
Kentucky  .  Louisiana,  Mississippi,  North  Carolina,  South  Carolina,  Tennessee  and  Virginia-the  "Stroke  Belt." 
The  age-adjusted  death  rate  from  stroke  fell  27  percent  from  1982  to  1992,  but  the  rate  of  new  cases  of  stroke 
appears  to  hav  e  leveled  off  and  may  be  on  the  rise. 

Stroke  survivors,  now  numbering  more  than  3  million,  often  face  years  of  debilitating  physical  and  mental 
impairment,  emotional  distress  and  overwhelming  medical  costs.  Most  stroke  survivors  are  permanently  disabled, 
impeding  or  prev  enting  resumption  of  work,  interfering  with  independent  productive  life  and  taking  an  enormous 
toll  on  family.  Stroke  will  cost  this  nation  an  estimated  $21  billion  in  medical  expenses  and  lost  productivity  in 
1995  Yet,  the  estimated  FY  1995  funding  of  NINDS-supported  stroke  research  is  only  $69  million. 

The  NTNDS  is  the  federal  focal  point  for  neurological  research,  including  research  on  diagnosis,  treatment, 
rehabilitation  and  prevention  of  stroke.  The  Institute's  stroke  research  program  consists  of  a  wide  range  of  studies 
by  individual  researchers  and  teams  of  scientists  in  facilities  nationwide  and  on  the  NIH  campus. 

Stroke  was  once  viewed  as  a  hopeless  disability.  But.  important  new  information  shows  promise  for  improved 
stroke  diagnosis,  treatment,  rehabilitation  and  prevention.  Today,  many  researchers  are  confident  that,  given  the 
appropriate  conditions,  the  brain  can  mend  itself  and  regenerate  impaired  nerve  tissue.  Prevention  is  the  main  goal 
of  stroke  research,  but  NTNDS  also  supports  studies  on  treatment  to  protect  nerve  cells  and  limit  brain  damage  after 
a  stroke,  prevent  permanent  damage,  improve  recovery  of  brain  function  and  enhance  quality  of  life  for  victims. 
Interv  entions  under  study  include  change  of  brain  temperature  and  regulation  of  blood  flow  to  damaged  brain  cells. 
Researchers  are  developing  ways  to  advance  understanding  of  stroke  through  new  genetic  and  immunologic 
technologies  that  will  contribute  to  cost  savings  by  allowing  early  diagnosis  of  stroke  in  those  at  risk  and 
dev  eloping  more  effective  treatments  for  victims.  Highlights  of  selected  NINDS-supported  stroke  studies  follow. . 

•  A  multicenter  clinical  trial  found  that  aspirin  or  warfarin  reduced  strokes  by  up  to  80  percent  in  victims  of  atrial 
fibrillation,  a  condition  characterized  by  an  irregular  heart  beat  and  associated  with  70,000  strokes  each  year. 
Aspirin  or  warfarin  treatment  could  prevent  up  to  30,000  strokes  each  year  with  an  annual  savings  of 

$200  million.  For  most  atrial  fibrillation  victims,  the  cheaper,  less  complicated  aspirin  provided  sufficient 
protection  from  stroke. 

•  A  multicenter  clinical  trial  showed  that  a  widely-used  surgical  procedure,  carotid  endarterectomy,  in  conjunction 
with  medical  treatment,  reduces  stroke  risk  in  both  victims  of  prior  stroke  and  symptomatic  patients  with  a 
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severely  constricted  (up  to  90  percent)  carotid  artery  in  the  neck  This  procedure  reduced  stroke  risk  by  up  to 
50  percent  primarily  in  men  with  no  stroke  symptoms  but  with  at  least  a  60  percent  constriction. 

•  A  multicenter  clinical  trial  is  assessing  the  effectiveness  of  t-PA,  tissue  plasminogen  activator,  to  restore  blood 
flow  and  oxygen  to  the  brain  and  enhance  recovery  of  stroke  victims.  Two  other  trials  are  studying  the  efficacy 
of  new  compounds  in  stopping  growth  of  blood  clots  and  preventing  new  clots.  A  new  trial  is  examining  the  use 
of  estrogen  to  prevent  a  second  stroke  in  postmenopausal  women. 

•  Scientists  are  testing  the  value  of  a  variety  of  compounds  to  decrease  death  of  brain  cells  during  stroke. 

•  Studies  are  being  conducted  to  determine  differences  in  stroke  rate  among  various  population  groups  in  the 
United  States  and  further  examine  stroke  risk  factors. 

The  FY  1995  funding  of  $69  million  for  NiNDS-supported  stroke  research  is  grossly  inadequate.  A  major 
increase  in  funds  is  needed  to  address  promising  research  opportunities  to  improve  stroke  diagnosis,  treatment  and 
prevention.  With  the  current  resources  devoted  to  stroke,  the  promise  of  the  Decade  of  the  Brain  rings  hollow. 

The  NINDS  must  receive  sufficient  funds  to  maintain  research  momentum  and  to  exploit  research  opportunities 
with  the  potential  to  decrease  stroke  incidence  and  its  debilitating  consequences.  The  AHA  advocates 
$95.5  million  for  NINDS-supported  stroke  research  in  FY  1996.  This  will  allow  NINDS  to  pursue  the  goals 
outlined  in  "Progress  and  Promise  1992:  Status  Report  on  the  Decade  of  the  Brain,"  including  expanded  public 
education  efforts  and  more  rapid  progress  toward  the  goal  of  "prevention  of  80  percent  of  all  strokes  and  protection 
of  the  brain  during  the  acute  stroke  within  the  Decade  of  the  Brain.  Research  examples  are  listed  below. 

•  "Investigate  mechanisms  of  nerve  cell  injury,  death,  and  survival  and  basic  mechanisms  of  cerebral  blood  flow  to  arrive 
at  effective  treatment  Ten  more  multidisciplinary  basic  and  clinical  research  teams  are  needed  to  achieve  this  goal. 

•  Develop  combined  epidemiologic  and  long-term  prevention  programs  and  clinical  trials  to  evaluate  the  impact  of  stroke 
and  the  benefits  of  treatment.... 

•  Establish  a  multicenter  research  task  force  to  address  the  major  problems  of  vascular  dementia,  its  incidence, 
differential  diagnosis,  prevention,  and  treatment. 

•  Determine  how  to  prevent  or  lessen  effects  of . . .  events  during  the  first  few  hours  of  stroke.  More  efforts  must  be  made 
to  accelerate  drug  development  and  to  educate  the  public  about  the  importance  and  benefits  of  prompt  stroke  treatment 

•  Foster  research  on  recovery  from  stroke.... 

•  Encourage  evaluation  of  effectiveness  of  rehabilitation  techniques. ... 

•  Initiate  clinical  studies  to  determine  safety  and  efficacy  of  new  therapies,  including  procedures  to  prevent  stroke  caused 
by  bleeding  aneury  sms  and  blocked  arteries. 

•  Pursue  new  research  avenues  in  the  field  of  restorative  neurology  to  restore  function  in  those  who  have  suffered  stroke." 

National  Center  For  Research  Resources 

The  NCRR's  Comparative  Medicine  Program  (CMP)  consists  of  three  subprograms,  including  the  Laboratory  Animal 
Sciences  and  Regional  Primate  Research  Centers.  The  CMP  helps  institutions  and  biomedical  researchers  acquire  and 
use  laboratory  animals  more  effectively  and  efficiently.  Support  is  provided  for  research  facilities  to  improve  animal 
health  and  welfare,  animal  model  development  postdoctoral  training  in  comparative  medicine  and  modernization  of 
facilities  The  CMP  provides  advice  to  NTH  leadership  on  policies  related  to  humane  care  and  use  of  research  animals  and 
serves  as  a  liaison  to  animal  welfare  and  professional  scientific  organizations.  About  one-half  of  NTH-supported  research 
projects  depend  on  the  use  of  animals,  so  modem  housing  facilities  and  high  quality  animals  are  critical  to  assure  reliable 
research  results  and  animal  safeguards. 

In  part  an  FY  19%  appropriation  of  $4 12  million  for  the  NCRR  will  help  strengthen  research  that  depends  on 
animals,  help  correct  deficiencies  in  research  animal  resources  and  fortify  the  nationwide  General  Clinical  Research 
Centers  program  as  well  as  the  Research  Facilities  Infrastructure  Program.  The  RFTP  facility  improvement  grants  assist 
institutions  in  meeting  requirements  for  humane  care  and  use  of  animals  by  providing  equipment  and  facility  alterations 
and  renovations 

National  Institute  on  Aging 

Age  is  the  main  risk  factor  for  cardiovascular  diseases,  including  heart  attack  and  stroke.  Deaths  from  cardiovascular 
diseases  rise  significantly  with  increasing  age— as  does  the  number  of  Americans  suffering  from  these  diseases. 
Cardiovascular  diseases  remain  a  main  cause  of  disability  and  the  leading  cause  of  death  of  older  Americans,  killing  about 
50  percent  of  those  age  65  and  over.  Medicare  hospital  costs  include  over  $14  billion  annually  for  cardiovascular  diseases. 

An  estimated  300,000  Americans  age  65  and  over  are  in  nursing  homes  as  a  result  of  limitations  from  chronic 
cardiovascular  diseases,  including  about  180,000  admitted  each  year  as  a  result  of  stroke.  Incidence  of  stroke  is  strongly 
related  to  age  and  the  risk  of  heart  disease  rises  rapidly  after  age  55.  High  blood  pressure  tends  to  increase  with  age, 
increasing  the  risk  for  heart  attack  and  stroke. 

While  age  is  the  most  potent  risk  factor  for  high  blood  pressure,  heart  attack,  stroke  and  congestive  heart  failure,  the 
reasons  are  largely  unknown.  NIA-supported  research  is  examining  the  mechanisms  by  which  the  aging  process 
contributes  to  the  development  of  cardiovascular  diseases,  including  research  on  the  definition  of  normal  aging  changes  in 
the  heart  and  blood  vessels  and  the  interaction  between  these  aging  changes  and  disease  development  This  research  will 
provide  fundamental  information  to  prevent  and  improve  treatment  of  cardiovascular  diseases  that  affect  a 
disproportionate  number  of  older  Americans.  The  AHA  applauds  the  Subcommittee's  designation  of  funds  last  year  for 
the  NLA  to  expand  extramural  research  on  vascular  function  and  congestive  heart  failure  and  to  expand  intramural 
research  on  aging-related  changes  in  the  molecular  biology  of  blood  vessels. 

The  NLA  now  supports  an  estimated  $25  million  in  cardiovascular  disease-related  research.  To  allow  the  Institute  to 
fund  on-going  studies  and  expand  into  innovative  and  promising  research  areas,  the  AHA  advocates  an  FY  19% 
appropriation  of  $30  million-a  $5  million  increase  over  FY  199 5 -for  NLA  cardiovascular  aging  studies. 
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Office  of  Disease  Prevention  and  Health  Promotion 

The  federal  office  responsible  for  prev  ention  policy  activities  of  the  Department  of  Health  and  Human  Services,  the 
ODPHP  promotes  similar  activities  in  the  private  sector,  services  a  national  information  center  and  offers  programs, 
research,  and  communications  support  for  disease  prevention  and  health  promotion.  The  cornerstone  of  the  ODPHP 
mission  is  the  development,  monitoring  and  implementation  of  Healthy  People  2000:  National  Health  Promotion  and 
Disease  Prevention  Objectives. 

The  FY  1995  appropriation  of  $4.6  million  supports  management  and  tracking  of  the  Healthy  People  2000  Objectives, 
coordination  of  nutrition  policy,  school  health,  worksite  health  promotion  and  clinical  preventive  services:  and 
coordination  of  activities  and  staffing  of  the  U.S.  Preventive  Services  Task  Force.  An  FY  19%  appropriation  of 
$5  6  million  w  ould  allow  for  the  continuation  of  current  services  and  the  following  new  programs: 

•  Healthy  Schools-collaborative  development  with  non-federal  health  and  education  organizations  to  develop  a  national 
school  health  resource  center  ($500,000  increase  over  the  FY  1995  appropriation);  and 

•  "Put  Prev  ention  Into  Practice" -a  professional  and  public  education  program  on  the  use  of  clinical  preventive  services  in 
primary  health  care  settings  ($500,000  increase  over  the  FY  1995  appropriation). 

Centers  For  Disease  Control  and  Prevention 

CDC's  programs  complement  NTH's  research  by  bringing  prevention  activities  to  Americans.  The  AHA  supports  a 
total  FY  19%  appropriation  of  $2.5  billion  for  the  CDC.  Our  specific  recommendations  within  that  amount  follow. 

CDC's  Office  of  Smoking  and  Health  coordinates  federal  efforts  to  prevent  tobacco  use.  Cigarette  smoking  the  single 
most  prev  entable  cause  of  death  and  disease,  kills  about  420,000  Americans  each  year.  The  FY  1995  OSH  appropriation 
of  $22  .3  million  cannot  compete  with  tobacco  industry  marketing  of  over  $10  million  dairy.  With  an  FY  19% 
appropriation  of  $30  million,  OSH  could  develop  a  national  strategic  plan  targeting  smoking  and  strengthen  technical 
assistance  to  states. 

CDC  funds  comprehensive  school  health  education  programs  in  10  states,  focusing  in  part  on  cardiovascular  disease 
risk  factors.  Thanks  to  an  increase  by  the  congressional  appropriations  committees  last  year,  this  important  program  may 
be  expanded  during  FY  1995  to  two  more  states.  An  appropriation  of  $50  million,  a  $39.7  million  increase  over  FY  1995. 
will  allow  expansion  of  this  program  nationwide,  making  it  comparable  to  CDC's  AIDS  prevention  program 

CDC  administers  the  Preventive  Health  and  Health  Services  Block  Grant,  the  primary  source  of  federal  funding  for 
states  to  support  prev  ention  activities,  such  as  cholesterol  and  blood  pressure  screenings.  Most  states  lack  sufficient  funds 
to  ensure  that  persons  found  at  risk  of  diseases  are  managed  or  even  followed  up.  A  $24  million  increase  for  this  grant,  to 
total  $  1 82  million,  will  enhance  state  efforts  targeting  cardiovascular  and  other  chronic  diseases. 

The  AHA  applauds  the  Appropriations  Committees'  increase  during  the  FY  1995  appropriations  process,  providing 
the  CDC  with  seed  money  to  launch  its  first-ever  nationwide,  state-based  initiative  to  prevent  and  control  cardiovascular 
diseases,  including  heart  attack  and  stroke,  America's  No.  1  killer  of  men  and  women.  A  designation  of  $10  million  for 
FY  19%  for  cardiovascular  diseases  will  enable  the  CDC  to  enhance  national  communication  strategy-  to  promote 
prev  ention,  national  tracking  and  monitoring  of  disease  burden  and  risk  factors  and  state  efforts  to  implement  community- 
based  programs  to  promote  physical  activity  and  healthy  diet  Emphasis  will  be  placed  on  underserved  populations. 

Agency  for  Health  Care  Policy  and  Research 

AHCPR  plays  an  important  role  through  establishment  of  practice  guidelines  and  conduct  of  outcomes  research. 
Practice  guidelines  and  outcomes  research  help  insure  that  high  quality  and  cost-effectrve  medical  services  are  provided. 
The  AHA  concurs  with  the  Friends  of  AHCPR's  recommendation  of  an  FY  19%  appropriation  of  $188  million. 


STATEMENT  OF  THE  AMERICAN  LIBRARY  ASSOCIATION 

The  American  Library  Association— an  educational  association  of  55,000  public,  academic, 
and  school  librarians,  library  supporters,  trustees,  and  friends  of  libraries— is  pleased  to  submit 
testimony  on  fiscal  year  1996  appropriations  for  library  programs. 

It  would  be  hard  to  find  another  area  in  the  budget  where  money  spent  brings  multiple 
benefits  to  such  a  wide  variety  of  people.  As  public  libraries  serve  their  communities,  education 
is  job  number  one,  according  to  a  national  survey  funded  by  the  Department  of  Education  and 
conducted  by  the  Gallup  organization  and  the  University  of  Minnesota.  The  three  most  important 
roles  of  the  public  library  were  the  library  as  support  center  for  students  of  all  ages  (88%),  a 
learning  center  for  adult  independent  learners  (85%),  and  a  discovery  and  learning  center  for 
preschool  children  (83%). 

The  pay-off  from  the  library  innovation  sparked  by  federal  funds  is  great,  both  in  matching 
funds  from  other  sources  and  in  new  services  helping  kids  and  adults  to  help  themselves.  For 
an  average  of  57c  per  person,  the  federal  investment  is  enabling  libraries  to  reach  out,  ramp  up 
and  retrain.  With  an  increase  in  funding  to  $1,  libraries  could  make  greater  strides  to  achieving 
connectivity,  sharing  information  resources,  and  training  the  public  to  take  advantage  of  new 
technology. 
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Americans  can't  wait!  The  enormity  of  the  job  that  remains  for  all  to  take  full  advantage  of 
new  technology  through  their  libraries  can  only  be  accomplished  through  a  partnership  with 
federal  participation.  Full  connectivity  means  retrofitting,  wiring,  helping  with  ongoing 
telecommunications  charges,  providing  equipment  and  software,  training  (for  both  staff  and  the 
public),  and  a  coming  together  of  all  community  institutions  in  a  town,  city,  and  state,  so  that 
all  can  participate. 

The  library  community  has  come  together  on  a  bold  new  proposal  to  reinvent  the  Library 
Services  and  Construction  Act  as  the  Library  Services  and  Technology  Act.  This  proposal 
would: 

•  Consolidate  by  reducing  eight  titles  to  two; 

•  Streamline  and  simplify  administration  of  the  program; 

•  Sharpen  the  focus  to  two  key  priorities  for  libraries: 

-  information  access  through  technology,  and 

-  information  empowerment  through  special  services; 

•  Join  states  with  the  federal  government  as  partners  for  change  and  implementers  of  equity; 

•  Increase  accountability  and  evaluation 

•  Increase  flexibility  at  state  and  local  levels;  and 

•  Emphasize  the  library  as  a  self-help  institution  and  community  partner  in  lifelong  learning 
and  literacy,  economic  development,  consumer  health  information,  etc. 

We  urge  prompt  action  on  this  proposal  to  enable  appropriators  to  provide  funding  based  on  this 
forward-looking  reinvention. 

Library  Services  and  Construction  Act 

LSCA  continues  to  provide  some  of  the  most  innovative  and  far-reaching  services  for 
constituents. 

For  example,  summer  reading  programs:  In  44  counties  in  South  Carolina,  43,812 
children  participated  in  a  program  where  the  theme  focused  on  ecology  and  natural  resources, 
and  almost  three  books  per  child  were  read.  Jobs  and  Business  Resources:  The  Gwinnett- 
Forsyth  (GA)  Regional  Library  provides  information  on  business,  finance,  and  health  issues  to 
members  of  the  community  in  the  outreach  program  for  small  business  owners.  In  Pittsburgh, 
LSCA  I  grants  are  used  to  help  unemployed  workers  find  jobs  by  using  a  jobs  data  bank,  as  well 
as  resource  materials  on  resume  writing.  Senior  Programs:  In  Colorado,  an  LSCA  I  grant 
enabled  a  library  system  to  establish  special  senior  programs  at  three  branch  libraries,  along  with 
special  collections  of  large-print  books,  books  on  tape,  and  programs  of  special  interest. 

Demand  for  LSCA  II  construction  and  technology  upgrading  funds  always  exceeds 
availability  by  several  magnitudes.  When  LSCA  funds  are  available,  they  stimulate  twice  the 
required  amount  of  nonfederal  matching  money.  LSCA  II  dollars  provide  jobs  in  communities 
across  the  country. 

The  President's  budget  would  zero  out  LSCA  III,  Interlibrary  Cooperation  and  Resource 
Sharing.  This  is  not  consistent  with  Presidential  emphasis  on  providing  access  for  schools  and 
libraries  to  the  information  superhighway.  LSCA  III  has  assisted  all  states  to  share  library  and 
information  resources  across  jurisdictional  and  institutional  boundaries.  LSCA  III  provides  the 
needed  impetus  for  public,  academic,  school,  and  special  libraries  to  use  technology  to  share 
library  resources  widely  in  the  most  cost-effective  method.  To  serve  local  users  well,  libraries 
must  be  an  electronic  window  to  worldwide  resources. 

Some  states,  such  as  Maryland  with  its  SAILOR  project,  have  used  LSCA  dollars  to  plan 
and  create  a  statewide  system  of  sharing  resources  electronically  and  providing  public  access  to 
the  Internet.  Rhode  Island  has  connected  academic,  school,  and  public  libraries  to  the  Internet 
to  create  a  network  of  resource  sharing,  using  LSCA  funds  and  other  local  funds  and  resources. 
Oklahoma  has  completed  planning  and  is  in  the  process  of  training  librarians  and  implementing 
a  statewide  network,  supported  in  part  by  LSCA  funds.  Success  stories,  like  the  ones  in 
Maryland,  Rhode  Island,  and  Oklahoma,  demonstrate  the  value  of  LSCA  seed  money,  especially 
LSCA  III,  for  library  information  superhighway  on-ramps. 
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Higher  Education  Act  Title  II 


Higher  Education  Act  library  programs  provide  library  access  to  new  technologies  and 
cooperation,  library  education  and  training,  improving  access  to  research  library  resources,  and 
strengthening  library  and  information  science  programs  and  libraries  at  Historically  Black 
Colleges  and  Universities  (HBCUs). 

All  funding  for  Higher  Education  Act  library  programs  would  be  eliminated  if  the 
President's  request  is  approved.  These  program  eliminations  would  reduce  any  impetus  for 
campus  libraries  to  respond  to  national  rather  than  local  initiatives.  These  include  programs  to 
assist  libraries'  use  of  electronic  technologies,  to  develop  networks  to  access  and  share  individual 
information  resources,  and  to  enable  the  treasures  in.  individual  collections  to  be  accessed  on  the 
information  superhighway  by  a  much  broader  user  group.  The  library  fellowship  program  trains 
new  librarians  and  creates  the  next  generation  of  library  school  professors.  Support  for  this 
program  enables  recruitment  of  many  of  the  library  field's  leaders,  especially  in  post-graduate 
education,  many  of  its  minority  members,  and  many  of  its  information  technology  specialists. 

School  Library  Media  Resources  Program— Improving  America's  Schools  Act,  III-F 

Passage  of  the  Improving  America's  Schools  Act  in  1994  provides  a  framework  for 
improvement  in  America's  school  libraries.  Title  III  technology  will  allow  some  teacher  and 
librarian  training  in  technology,  as  well  as  some  community  grants  for  technology,  and  Title 
III-F,  school  library  media  resources,  provides  a  much  needed  opportunity  to  improve  school 
libraries.  What  better  investment  than  to  provide  our  children  with  the  most  up-to-date  materials 
and  new  technology  in  their  school  libraries.  Funding  this  program  is  a  cost-effective  way  to 
prevent  expensive  remedial  training  later.  A  critical  investment  now  will  allow  our  elementary 
and  secondary  schools  to  become  incubators  for  the  highly  skilled,  computer-literate 
professionals  needed  for  the  workplace  of  the  future. 

The  American  Library  Association  recommends  funding  of  the  three  major  library  programs 
—Library  Services  and  Construction  Act,  Higher  Education  Act  title  II,  and  IASA  III-F  school 
library  media  resources  program— at  no  less  than  $258  million,  or  about  $1  per  person  at  the 
federal  level  for  America's  premier  lifelong  learning  and  self-help  institution:  the  library. 


RESOLUTION  ON  LIBRARY  PROGRAM  FUNDING 

WHEREAS,  The  United  States  is  currently  spending  less  than  $150  million  on  Department  of 
Education  library  programs— about  57C  per  person,  or  about  the  cost  of  a  ball-point 
pen  or  cup  of  coffee;  and 

WHEREAS,  The  pay-off  from  the  library  innovation  sparked  by  federal  funds  is  great,  both  in 
matching  funds  from  other  sources,  and  in  new  services  helping  kids  and  adults  to 
help  themselves;  and 

WHEREAS,  Most  library  funding  is  local,  but  federal  stimulus  funds  extend  outreach  to  those 
for  whom  library  service  requires  extra  effort  or  special  materials,  adapt  new 
technologies  to  identify,  preserve,  and  share  library  and  information  resources 
across  jurisdictional  and  institutional  boundaries,  and  support  education,  research, 
and  demonstrations  in  library  and  information  science;  and 

WHEREAS,  These  funds  support  national  priorities  such  as  literacy  and  lifelong  learning,  and 
enable  libraries  to  serve  as  local  on-ramps  for  the  information  superhighway,  to 
ensure  that  access  is  equitable,  content  is  useful  and  useable,  and  expert  help  is 
available;  and 

WHEREAS,  The  library  potential  for  information  empowerment  would  be  damaged  by  the 
President's  budget,  rescissions,  and  the  rapid  congressional  agenda  of  severe  budget 
cutting;  now,  therefore,  be  it 

RESOLVED,  That  the  American  Library  Association  recommend  that  Congress  fund  the  three 
major  library  programs  (Library  Services  and  Construction  Act,  Higher  Education 
Act  title  II,  and  the  ESEA  III-F  School  Library  Media  Resources  Program)  at  no 
less  than  $258  million,  or  about  $1  per  person  at  the  federal  level  for  America's 
premier  lifelong  learning  and  self-help  institution— the  library. 
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STATEMENT  OF  ALAN  BROWNSTEIN,  PRESIDENT,  CEO,  AMERICAN 
LIVER  FOUNDATION 

Mr.  Chairman  and  members  of  the  Subcommittee:  The  American  Liver  Foundation  is  the 
only  national  voluntary  health  organization  dedicated  to  the  prevention,  treatment  and  cure 
of  liver  diseases  through  research  and  education. 

We  want  to  thank  the  Senate  for  its  support  of  biomedical  research  that  has  paved  the 
way  for  saving  lives  through  the  miracle  of  organ  transplantation,  the  hepatitis  A  and  B 
vaccines  and  other  medical  breakthroughs. 

ALF  has  chapters  throughout  the  United  States.  ALF  provides  information  updates  about 
hepatitis  and  liver  diseases  to  over  1 20,000  individuals  and  families  each  year  affected  by 
liver  diseases.  We  also  have  over  70,000  primary  care  physicians  and  gastroenterologists 
and  hepatologists  who  are  on  our  mailing  list  who  receive  "Liver  Update,"  our  scientific 
newsletter  that  summarizes  major  advances  in  hepatitis/liver  disease,  as  well  as  our  fact 
sheets  and  brochures  for  their  patients.  ALF  has  provided  over  $3,000,000  to  support 
liver  research.  ALF  was  originally  founded  in  1976  by  the  American  Association  for  the 
Study  of  Liver  Diseases,  an  academic  society  devoted  to  basic  and  clinical  research  of  the 
liver.  Today,  ALF's  Board  is  a  team  made  up  of  AASLD  scientists  and  clinicians  and 
patients  and  family  members  who  are  directly  affected  by  liver  disease.  As  a  Board  we 
represent  a  partnership  of  lay  and  medical  leadership,  working  in  close  collaboration  with 
AASLD. 

The  liver  is  a  complex  organ  that  performs  hundreds  of  functions  that  are  essential  to  life. 
Just  to  name  a  few  -  it  provides  your  body  with  energy,  aids  in  digestion,  filters  and 
destroys  toxic  substances,  regulates  your  cholesterol,  produces  substances  allowing  blood 
to  clot  and  controls  your  level  of  consciousness.  Without  it,  you  simply  cannot  live. 

Over  twenty-five  million  Americans,  one  in  every  ten,  are  afflicted  with  hepatitis,  and  other 
liver  and  gallbladder  diseases.  In  1992,  more  than  44,000  people  died  from  hepatitis  B 
and  C,  cirrhosis  (alcohol  and  non-alcohol),  primary  liver  cancer  and  other  liver  diseases. 
Liver  disease  is  the  7th  leading  disease-related  cause  of  death  in  the  United  States. 
Between  the  ages  of  25-44,  liver  disease  if  the  4th  leading  disease-related  cause  of  death. 
This  major  killer  disproportionately  strikes  Hispanic,  Asian  and  African  Americans  primarily 
due  to  hepatitis  B  and  C.  For  reasons  unknown,  several  incurable  liver  diseases 
disproportionately  affect  women,  and  their  human  cost  is  staggering. 

The  economic  cost  of  liver  disease  is  equally  enormous.  It  is  estimated  that  for  hospital 
costs  alone,  $7.8  billion  was  spent  for  liver  disease  in  1993. 

ALF  believes  that  finding  new  ways  of  preventing,  treating  and  ultimately  curing  diseases 
of  the  liver,  in  addition  to  the  benefit  of  improved  health  outcomes,  would  result  in 
substantial  reduction  in  public  and  private  sector  health  care  expenditures. 

LIVER  DISEASE  RESEARCH 

Funding  for  hepatitis,  and  other  liver  and  gallbladder  diseases  research  is  provided  primarily 
through  the  National  Institute  of  Diabetes,  Digestive  and  Kidney  Diseases  (NIDDK),  the 
National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  as  well  as  several  other  areas 
of  NIH  and  the  Department  of  Veterans  Affairs.  We  deeply  appreciate  the  excellent 
scientific  leadership  provided  by  these  institutes. 

We  understand  that  the  discretionary  budget  is  under  considerable  pressure.  However, 
when  you  consider  the  overall  importance  of  biomedical  research  and  the  magnitude  of 
liver  disease  morbidity  and  mortality  as  well  as  health  care  costs,  it  is  critically  important 
that  funding  for  liver  research  be  maintained  with  adjustments  for  biomedical  inflation. 

We  are  deeply  appreciative  of  the  support  Congress  has  provided  to  NIDDK  and  other  NIH 
institutes  to  help  us  achieve  medical  advances  in  the  treatment  of  liver  diseases.  Support 
for  liver  disease  research  is  an  investment  that  has  already  resulted  in  significant  human 
and  economic  returns  with  the  potential  for  far  greater  returns  in  the  future.  Consider  the 
following  biomedical  success  stories: 
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•  Liver  directed  gene  therapy  is  now  being  targeted  to  liver  metabolic  diseases  with 
the  ultimate  goal  of  extending  it  to  other  liver  diseases  and  eventually  replacing  the 
costly  procedure  of  liver  transplantation.  This  has  already  begun  to  be  applied  to 
humans  on  an  experimental  basis.  A  29  year  old  women  was  actually  transplanted 
with  her  own  liver  cells  which  were  genetically  corrected  to  reduce  her  high  level  of 
cholesterol.  Gene  therapy  holds  enormous  promise  for  the  future. 

•  The  discovery  of  hepatitis  C  and  the  development  of  diagnostic  tests  showed  that  1 
to  2%  of  all  Americans  suffer  from  chronic  infection  of  this  virus  and  led  to  the 
development  of  antiviral  therapies. 

•  NIDDK  -  supported  investigators  who  cloned  the  gene  responsible  for  Wilson's 
disease,  an  inherited  disorder  that  can  result  in  end  stage  liver  disease.  We  are  now 
close  to  cloning  the  gene  for  hemochromatosis,  another  inherited  disorder  that  can 
lead  to  cirrhosis. 

•  Liver  transplantation  is  another  example  of  major  advance  in  life-saving 
biotechnology  which  began  as  an  experimental  procedure  and  now  is  routine  and 
highly  successful,  resulting  in  80-90%  survival  and  return  to  normal  life  in 
individuals  who  would  otherwise  have  died. 

•  Liver  assist  devices  are  now  used  to  support  patients  with  acute  liver  failure  and 
enable  them  to  survive  while  awaiting  a  liver  transplantation.  These  devices  were 
developed  by  NIDDK  supported  investigators  and  early  results  of  clinical  trials  are 
encouraging.  If  successful,  these  devices  could  save  thousands  of  lives  each  year. 

•  The  development  of  hepatitis  B  vaccine  is  a  major  biomedical  breakthrough  that  has 
already  saved  thousands  of  lives.  Once  we  achieve  full  population  immunization  it 
will  save  tens  of  thousands  more  and  hopefully  lead  to  the  eradication  of  this 
disease. 

Because  of  the  complexity  of  the  liver  and  the  enormity  of  the  public  health  problem,  we 
recently  convened  a  special  Scientific  Advisory  Council  which  is  made  up  of  leading 
scientists  with  expertise  in  different  aspects  of  liver  disease.  In  carrying  out  this  work, 
scientific  leadership  from  NIDDK  and  NIAID  have  agreed  to  serve  as  scientific  liaisons  to 
our  Scientific  Advisory  Council,  enabling  us  to  move  forward  in  the  spirit  of  private  and 
public  sector  partnership.  The  Scientific  Advisory  Council  is  preparing  a  "research  agenda 
for  liver  disease"  that  will  provide  for  a  focused  research  strategy  to  address  the  major 
scientific  issues  of  hepatitis  and  liver  disease  in  the  following  areas: 

immunology:  basic,  transplant,  autoimmune,  chronic  active  hepatitis,  primary 
biliary  cirrhosis,  primary  sclerosing  cholangitis; 

biliary  disease:  lipid  transport,  bile  acid  metabolism,  and  gallstones; 
liver  physiology  and  cell  biology; 

fibrogenesis;  collagen  gene  regulation  and  nonparenchymal  cells; 
alcohol  and  drug  hepatotoxicity:  cell  death,  oxidant  stress,  inflammation, 
cytokines; 

complication  of  cirrhosis:  blood  flow,  portal  hypertension,  ascites,  encephalopathy; 
hepatitis:  virology  treatment,  vaccines; 
liver  cancer  and  regeneration; 

pediatric  liver  disease:  genetic  and  metabolic  liver  disease,  atresia;  and 
gene  therapy. 

In  addressing  these  scientific  issues  we  will  identify  a  plan  of  action  that  will  project  a 
timetable  and  the  resources  needed.  In  addition,  we  will  do  our  best  to  project  health  and 
economic  outcomes  that  would  be  the  result  if  these  research  strategies  were  to  be 
successful. 

The  research  agenda  for  hepatitis  and  other  liver  and  gallbladder  diseases  will  be 
completed  this  April.  We  are  requesting  that  this  Subcommittee  ask  NIDDK  to  convene  a 
national  meeting  including  NIAID  and  other  institutes,  to  review  the  "research  agenda"  and 
identify  the  resources  that  would  be  required  to  effectively  address  the  scientific  problems. 
NIDDK  should  complete  this  review  so  that  recommendations  can  be  provided  by 
December  31 ,  1995  in  order  that  the  Subcommittee  will  have  the  guidance  needed  for 
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appropriations  decisions  next  year.  The  budget  for  that  should  be  no  more  than  $300,000 
which  we  hope  the  Subcommittee  will  include  in  its  funding  recommendations. 

HEPA  TITIS.  EPIDEMIOLOGY.  PUBLIC  A  WARENESS  AND  PREVENTION 

Epidemiology 

ALF  appreciates  the  excellent  work  done  by  the  Centers  for  Disease  Control  and 
Prevention  (CDC)  in  seeking  to  gain  a  better  understanding  about  the  epidemiology  of 
hepatitis  and  liver  disease.  Recently,  CDC  initiated  an  epidemiologic  study  of  chronic  liver 
diseases  in  "Sentinel  Counties."  This  research  has  already  provided  startling  evidence  of 
morbidity  and  mortality  caused  by  hepatitis.  Based  on  this  data,  it  is  estimated  that  there 
are  1 .2  million  Americans  with  hepatitis  B  and  3.5  million  with  hepatitis  C.  Among  those 
with  hepatitis  B  there  are  no  known  risk  factors  for  31%  of  those  who  are  affected,  and 
for  hepatitis  C,  no  well  defined  risk  factors  could  be  identified  for  42%,  except  that  among 
those,  the  overwhelming  majority  were  poor. 

Clearly,  we  have  to  learn  more  about  the  transmission  of  these  viruses  which  have 
infected  4.7  million  people  in  the  United  States.  Among  the  3.5  million  people  with 
hepatitis  C,  more  than  80%  will  develop  chronic  hepatitis  that  will  remain  for  the  rest  of 
their  lives  if  treatment  is  not  available.  Those  with  chronic  hepatitis  are  highly  vulnerable 
to  cirrhosis  and  liver  cancer. 

For  these  reasons,  ALF  recommends  that  the  original  Sentinel  Counties  project  and  the 
epidemiologic  activity  of  CDC  be  increased  by  an  additional  one  million  dollars  over  the  FY 
'95  spending  level. 

Public  Awareness  and  Prevention 

It  is  important  to  realize  that  more  than  half  of  all  liver  diseases  can  be  treated  or 
prevented,  including: 

-  hepatitis;  -  bile  duct  diseases; 

-  cirrhosis;  -  cancer  of  the  liver;  and 

-  gallstones  and  gallbladder  diseases;  -  genetic  disorders 

-  alcohol  -  related  liver  disorders; 

CDC  has  identified  "future  directions  and  strategies  for  the  prevention  of  hepatitis  B."  The 
key  to  eliminating  hepatitis  B  as  a  significant  health  problem  is  public  awareness  about  the 
importance  of  hepatitis  B  vaccination.  ALF  has  successfully  promoted  programs  as  we 
have  the  importance  of  this  through  television,  public  service  announcements,  media 
relations  and  our  publications.  Elimination  of  hepatitis  B  would  be  a  true  biomedical 
success  story,  and  it  is  within  our  reach! 

With  Congressional  support  over  the  past  few  years,  CDC  has  played  a  leadership  role  in 
preventing  perinatal  hepatitis  B,  expanding  hepatitis  B  immunization  for  infants,  and  now, 
immunization  for  all  children  through  the  Vaccines  For  Children  (VFC)  program,  which  was 
launched  last  October. 

Adolescents  are  at  the  age  where  they  are  most  vulnerable  to  the  risks  of  hepatitis  B 
transmission.  Yet,  due  to  inadequate  funding  for  hepatitis  B  vaccine  program  support, 
activity  for  adolescents  has  been  limited  to  demonstration  projects  in  San  Francisco, 
Seattle,  Nashville,  Memphis,  North  Carolina,  Oregon  and  Massachusetts.  These  projects, 
targeted  to  immunize  11-12  year  olds  were  enormously  successful  and  should  be 
replicated  to  reach  the  four  million  11-12  year  olds  nationwide.  ALF  supports  the  recent 
recommendations  of  the  American  Academy  of  Pediatrics  and  the  Advisory  Committee  on 
Immunization  Practices  of  the  U.S.  Public  Health  Service  to  launch  a  national  program  of 
routine  vaccination  of  adolescents,  with  initial  targeting  to  11-12  year  olds,  with  $18 
million  dollars  funding  support  for  state  programs  and  CDC  to  immunize  four  million 
adolescents. 

New  treatments  for  hepatitis  B  and  C  are  beginning  to  emerge.  Alpha  interferon  has  been 
successful  in  treating  about  30%  of  patients  with  B  and  15%  with  C.  And  today  other 
therapeutic  agents  and  combination  therapies  offer  true  hope  for  the  future  in  the 
management  of  those  afflicted  with  hepatitis  B  and  C.  However,  even  with  the 
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introduction  of  new  therapeutics,  public  awareness  and  professional  education  among 
primary  care  physicians  is  critically  important,  as  only  a  minority  of  patients  afflicted  with 
hepatitis  B  and  C  are  aware  of  the  option  of  the  drug  therapy  option. 

Increased  public  awareness  is  also  important  with  respect  to  how  the  liver  is  damaged 
through  alcohol  and  drug  abuse.  There  are  many  other  ways  in  which  the  liver  can  be 
damaged  -  breathing  in  toxic  fumes  such  as  paint  thinners,  aerosol  sprays,  taking  large 
doses  of  acetaminophen  (e.g.,  in  Excedrin,  Datril,  Tylenol)  with  excessive  alcohol  use,  to 
name  a  few. 

Public  awareness  is  critical  because,  unlike  many  other  illnesses  where  there  are  warning 
signs,  when  clinical  symptoms  of  liver  disease  become  apparent,  it  is  usually  too  late  to 
prevent  the  inexorable  failure  and  shutdown  of  the  liver. 

ALF  has  established  a  leadership  role  in  providing  public  awareness  and  the  distribution  of 
health  educational  materials  concerning  hepatitis,  and  other  liver  and  gallbladder  diseases 
to  the  American  public.  By  the  close  of  our  fiscal  year  last  June  we  were  responding  to 
36,000  inquiries  per  year.  In  six  short  months  our  annual  rate  of  inquires  has  increased  by 
a  staggering  40%  to  a  rate  of  60,000  per  year.  Over  70%  of  the  inquires  related  to 
hepatitis.  ALF  is  seeking  $2,000,000  of  support  through  CDC  to  establish  an  information 
center  that  is  capable  of  serving  not  just  60,000  Americans  per  year  but  many  times  more 
in  the  years  ahead  in  order  to  make  sure  that  individuals  and  their  families  affected  by 
hepatitis/liver  diseases  and  health  professionals  have  ready  access  to  information  to 
prevent  and/or  treat  disease  (e.g.,  immunization,  behavior  change).  Our  goal  will  be  to 
"get  the  word  out"  throughout  America  about  what  people  can  do  themselves  to  prevent 
liver  disease.  We  see  this  as  a  joint  public  and  private  sector  effort  between  ALF  and  CDC 
that  would  target  at  risk  populations  in  order  to  reduce  the  incidence  and  prevalence  of 
liver  disease  in  the  United  States. 

Recommends  tions 

In  closing,  I  wish  to  summarize  our  recommendations: 

-  NIH  Liver  Research  -  maintain  current  funding  levels,  with  adjustments  for 
biomedical  inflation; 

-  NIDDK  -  $300,000  for  NIDDK  to  convene  a  national  inter-institute  and  ALF  meeting 
to  review  the  "research  agenda,"  and  identify  the  resources  that  would  be  required 
to  affectively  address  the  scientific  problems  that  have  been  identified.  That  would 
be  provided  in  a  report  to  the  Appropriations  Subcommittee  by  December  31 , 
1995. 

-  CDC 

•  additional  $18,000,000  support  CDC  and  state  programs  10  immunize 
4,000,000  adolescents  with  hepatitis  B  vaccine; 

•  additional  $1,000,000  over  FY  '95  spending  level  to  expand  the  Sentinel 
Counties  project  to  study  the  epidemiology  of  hepatitis  B  and  C; 

•  $2,000,000  to  assist  ALF  establish  an  information  center  as  a  public/private 
sector  model  with  CDC  to  expand  its  current  level  of  responding  to  60,000 
inquiries  per  year  as  well  as  other  public  awareness  and  health  education 
initiatives. 

Thank  you  very  much  for  allowing  us  the  opportunity  to  present  the  enormous  public 
health  challenges  we  are  now  facing  with  hepatitis,  and  other  liver  and  gallbladder 
diseases  in  America. 


STATEMENT  OF  MARTIN  FRANK,  EXECUTIVE  DIRECTOR,  THE 
AMERICAN  PHYSIOLOGICAL  SOCIETY 

The  American  Physiological  Society  thanks  the  Subcommittee  for  the  opportunity  to 
submit  testimony  concerning  fiscal  year  1996  funding  for  the  National  Institutes  of  Health. 

The  American  Physiological  Society  is  the  nation's  oldest  scientific  society  dedicated 
to  medical  research.  Founded  in  1887,  the  Society  now  has  some  7,500  members.  We 
publish  14  peer-reviewed  journals,  and  conduct  3  scientific  meetings  per  year.  APS  member 
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scientists  conduct  research  on  the  functions  and  dysfunctions  of  all  the  body's  systems  and 
organs  -  heart,  lungs,  kidneys,  and  brain.  Our  members  conduct  their  research  at  medical 
schools,  universities,  hospitals,  and  in  industry.  APS  also  plays  a  key  role  in  medical 
education,  and  we  are  concerned  about  and  are  active  in  the  area  of  general  science 
education.  Our  Society  vigorously  promotes  teaching  and  research  and  has  been  a  strong 
advocate  for  access  to  careers  in  research  and  teaching  for  women  and  minorities  through  a 
variety  of  programs. 

The  APS  is  offering  this  testimony  in  support  of  the  NIH.  NIH-funded  research  is 
the  driving  force  behind  medical  progress  in  this  country.  No  doubt  many  individuals  and 
organizations  have  already  given  you  compelling  reasons  to  support  NIH  research.  We 
recognize  at  the  same  time  that  this  will  be  a  very  tough  year  in  terms  of  allocating  scarce 
federal  funds  among  many  worthy  programs.  Therefore  we  also  want  to  tell  you  about  all 
the  other  ways  that  NIH  benefits  our  nation. 

This  Subcommittee  has  long  been  supportive  of  the  NIH,  so  I  scarcely  need  to  remind 
you  how  important  it  is  for  the  federal  government  to  continue  to  invest  in  the  NIH  for  the 
sake  of  our  nation's  health.  Furthermore,  basic  medical  research  is  not  one  of  those 
functions  of  government  that  can  be  transferred  to  the  private  sector.  If  the  federal 
government  doesn't  invest  in  this  kind  of  research,  no  one  else  will  do  it. 

Let  me  sketch  out  a  further  reason  for  federal  investment  in  fundamental  medical 
research,  namely,  the  need  to  build  up  our  nation's  intellectual  capital.  The  investment  in 
medical  research  makes  many  contributions  to  our  nation's  health  and  well-being.  In  some 
instances,  NIH  research  will  result  in  a  prevention  strategy  or  else  a  treatment  or  cure  for  a 
previously  untrea table  disease.  Sometimes  NIH  research  will  find  more  effective  treatments. 
Sometimes  NIH-sponsored  research  solves  an  important  biological  question  even  though  at 
the  time  its  precise  medical  implications  may  be  unclear.  But  all  the  while,  NIH  is  building 
up  the  body  of  knowledge  and  skilled  people  we  need  to  approach  all  the  health  problems 
that  confront  us.  This  amassing  of  intellectual  capital  is  an  investment  in  ourselves  as  a 
technologically  advanced  nation,  and  it  is  eminently  worth  making. 

Our  investment  in  NIH  also  yields  direct  economic  benefits.  A  recently  released 
study  by  the  Maryland  Department  of  Economic  and  Employment  Development  estimated 
that  in  FY  1993,  the  NIH's  $10  billion  budget  contributed  some  $44.6  billion  in  gross  sales 
and  $17.9  billion  in  employee  income  to  the  national  economy.  This  included  support  for 
more  than  726,000  jobs  nationwide,  not  only  jobs  for  scientists,  laboratory  technicians  and 
administrative  personnel  who  help  carry  out  the  research,  but  also  jobs  in  the  companies  that 
provide  equipment  and  supplies,  with  this  economic  activity  rippling  yet  further  through  the 
economy. 

But  the  question  you  must  answer  is,  how  much  should  the  nation  invest  in  the  NIH? 
The  APS  recently  participated  in  a  FASEB  consensus  conference  that  recommended  a  10 
percent  increase  for  NIH  in  FY  1996.  The  professional  judgment  budget  of  NIH  Director 
Harold  Varmus  calls  for  a  15%  increase.  And  meanwhile  you  and  your  Congressional 
colleagues  are  facing  funding  constraints  as  never  before.  So  we  ask  you  to  invest  as  much 
as  you  can  because  this  is  an  investment  that  will  pay  you  back  in  every  possible  way. 

We  would  also  like  to  add  a  word  of  support  for  the  administration's  proposals  to 
simplify  and  improve  its  approach  to  the  cost  of  administrative  and  facilities  related  to 
research.  The  APS  believes  that  they  represent  sound  steps,  and  we  urge  Congress  to  give 
the  administration  the  opportunity  to  implement  them.  However,  in  this  time  when  everyone 
is  asked  to  state  their  priorities,  let  me  make  certain  that  you  know  where  ours  are:  We  urge 
you  above  all  else  to  assure  a  stable  direct  cost  base  for  our  nation's  biomedical  research. 

In  conclusion,  the  APS  would  like  to  comment  upon  the  need  to  find  new  ways  to 
approach  NIH  funding,  which  some  members  of  this  Subcommittee  have  already  explored. 
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This  testimony  has  sketched  out  the  broad  contributions  NIH  makes  to  the  nation,  but  let's 
focus  for  a  moment  strictly  on  the  question  of  health. 

There  are  many  diseases  and  disabilities  that  are  caused  by  occupational  or 
environmental  factors,  alcohol,  drugs,  or  violence.  You  can  certainly  argue  that  those  who 
cause  harm  have  a  responsibility  to  compensate  those  who  have  been  harmed.  So  when  NIH 
develops  treatments,  it  is  reversing  harm  others  have  done.  In  that  sense,  there  is 
justification  in  looking  towards  the  sectors  of  our  society  that  may  have  harmed  our  citizen's 
health,  to  ask  them  to  contribute  more  directly  toward  the  furtherance  of  NIH  research. 

In  addition,  NIH  findings  set  standards  for  medical  care.  This  is  an  important  service 
to  our  nation's  health  insurance  providers,  who  can  rely  on  the  NIH  to  validate  standards  of 
care  as  well  as  developing  improved  treatments  that  can  reduce  total  health  care  costs. 
Doesn't  the  insurance  industry  owe  something  to  NIH? 

What  the  APS  is  suggesting  is  that  we  should  find  ways  to  let  NIH  research  funding 
get  something  back  from  those  who  have  benefitted  the  most  from  it. 

Thank  you  for  the  opportunity  to  share  the  Society's  views  with  the  Subcommittee. 


STATEMENT  OF  THE  AMERICAN  PSYCHIATRIC  ASSOCIATION 

The  American  Psychiatric  Association  (APA),  a  medical  specialty  society  representing  more  than 
39,000  psychiatrists  nationwide,  herein  presents  recommendations  regarding  the  Fiscal  Year 
1996  appropriations  for  the  National  Institute  of  Mental  Health  (NIMH),  the  National  Institute 
on  Drug  Abuse  (NIDA),  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA),  and 
the  Center  for  Mental  Health  Services  (CMHS),  the  latter  at  the  Substance  Abuse  and  Mental 
Health  Services  Administration  (SAMHSA).  This  testimony  is  presented  also  on  behalf  of  the 
American  Association  of  Chairmen  of  Departments  of  Psychiatry  and  the  American  Association 
of  Directors  of  Psychiatric  Residency  Training.  The  APA  would  also  like  to  associate  its 
statement  with  those  of  the  Ad  Hoc  Group  for  Medical  Research  Funding  and  the  Mental  Health 
Liaison  Group. 

It  is  never  easy  to  decide  among  meritorious  programs  which,  in  most  difficult  budget  times, 
should  benefit  from  an  increase  in  funding  or,  which  among  them  should  be  level  funded, 
reduced,  or  eliminated.  If  the  committee's  examination  is  to  include  a  cost/benefit  analysis, 
members  need  to  know  what  works.  Research  works.  Medical  research  sponsored  by  the 
National  Institutes  of  Health  (NIH)  holds  out  hope  of  improved  diagnoses,  prevention  methods, 
treatments,  and  cures.  The  commitment  of  this  committee  to  research  has  enhanced  the  quality 
of  life  in  this  country  by  improving  the  health  of  its  citizens.  Outstanding  research 
accomplishments  at  NIMH,  NIDA,  and  NIAAA,  have  made  a  real  difference  in  the  lives  of 
millions  of  Americans. 

Mental  illness  and  substance  abuse  are  among  the  most  widespread,  destructive  and  costly  public 
health  problems  confronting  our  nation.  Over  50  million  adults  in  the  U.S.  suffer  from  mental 
disorders  or  alcohol  or  other  substance  abuse  disorders.  Our  nation's  direct  medical  care  costs 
and  indirect  costs  from  alcohol,  drug  abuse,  and  mental  illnesses  totalled  more  than  $314  billion 
in  1990.  While  estimates  of" the  number  of  afflicted  individuals  and  the  economic  costs  to 
society  are  awesome  enough,  such  figures  cannot  convey  the  human  toll  of  these  disorders  on 
both  the  patients  and  their  families.  These  people  struggle  daily  with  severely  disrupted  lives 
and  with  the  personal  and  social  costs  of  their  disorders,  including  the  stigma  which  still 
surrounds  mental  illness.  Mental  illnesses  are  real;  they  are  diagnosable;  and  they  are 
treatable.  Research  has  dramatically  altered  our  understanding  and  response  to  mental  illness. 

Schizophrenia,  the  most  chronic  and  disabling  of  severe  mental  disorders,  strikes  young  adults 
with  tragic  consequences  for  both  patients  and  families.  Schizophrenia  seems  to  worsen  and 
become  better  in  cycles  known  as  relapse  and  remission.  At  times,  some  people  suffering  from 
schizophrenia  appear  relatively  normal.  However,  during  the  acute  or  psychotic  phase,  people 
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with  schizophrenia  cannot  think  straight  and  may  lose  all  sense  of  who  they  and  others  are. 
Patients  suffer  from  debilitating  social  withdrawal,  apathy,  delusions  and  hallucinations,  hearing 
voices  that  simply  aren't  there.  Clozapine,  one  of  the  newest  anti-psychotic  medications,  has 
been  shown  to  reduce  the  symptoms  of  the  disease  and  improve  the  quality  of  life  for  patients 
as  well  as  produce  substantial  savings  in  hospitalization  costs.  In  a  recent  NIMH-funded  study 
at  Case- Western  Reserve  University  of  severely  ill  patients  with  treatment-resistant  schizophrenia 
who  were  maintained  on  clozapine  for  over  2  years,  total  cost  savings  averaged  $22,937  per 
patient.  Applying  these  findings  to  the  75,000  persons  with  schizophrenia  who  began  taking 
Clozapine  between  1990  and  1994,  it  is  conservatively  estimated  that  $1.6  billion  has  been 
saved.  That  is  $967  million  more  than  the  entire  NIMH  budget  for  FY  1995. 

Manic-depressive  or  bipolar  illness  is  the  most  distinct  and  dramatic  of  the  affective  disorders. 
People  with  bipolar  illness  have  mood  swings  from  depression  to  mania,  generally  with  periods 
of  normal  mood  between  the  extremes.  The  length  of  this  cycle,  from  towering  elation  to  near 
despair,  varies  from  person  to  person.  Today,  the  prospects  for  the  vast  majority  of  patients 
with  manic  depressive  illness  have  been  vastly  improved  by  biomedical  and  behavioral  research. 
Psychopharmacologic  treatments,  including  lithium  and  a  new  generation  of  medications,  and 
adjunctive  psychosocial  treatments,  can  return  most  patients  to  normal  functioning.  Lithium 
alone  has  been  estimated  to  have  saved  the  U.S.  economy  more  than  $40  billion  since  1970. 
This  is  approximately  80  times  the  entire  current  research  budget  for  all  mental  illnesses. 

Modern  molecular  biology  and  biomedical  imaging  are  providing  revolutionary  new  insights  into 
the  biological  and  genetic  underpinnings  of  depression  and  mania,  which  will  provide  better 
diagnostics  and  new  treatments  for  the  affective  disorders.  NIMH  funded  research  is  currently 
being  conducted  at  Rush-Presbyterian-St.  Luke's  Medical  Center  in  Chicago  on  a  genetic  linkage 
of  the  affective  disorders.  The  discovery  of  linkage  would  help  clarify  the  pathophysiology  and 
developmental  course  of  the  affective  disorders  with  the  potential  of  successful  early 
intervention. 

The  American  Psychiatric  Association  is  one  of  the  twenty-five  endorsers  of  a  Report  Card  on 
the  National  Plan  for  Research  on  Child  and  Adolescent  Mental  Disorders:  The  Midway 
Point.  This  pioneering  evaluation,  to  be  released  on  February  1,  details  the  NIMH 
implementation  of  the  five-year  National  Plan  for  Research  on  Child  and  Adolescent  Mental 
Disorders,  which  is  in  its  final  year  of  funding.  The  Report  Card  assesses  the  NIMH  allotment 
of  resources  for  1)  basic  and  clinical  research,  2)  efforts  to  build  the  numbers  of  researchers, 
and.  3)  distribution  of  research  findings.  Gains  in  the  funding  of  research  for  child  and 
adolescent  mental  disorders  have  been  commensurate  with  an  overall  increase  in  the  NIMH's 
total  research  budget.  Yet,  the  proportion  of  research  funds  (19-23  percent)  directed  toward 
child  and  adolescent  disorders  has  not  changed  during  the  past  seven  years.  These  figures  fall 
short  of  what  was  called  for  in  the  National  Plan  and  do  not  reflect  the  priority  that  research  in 
this  area  should  receive.  We  have  known  since  an  Institute  of  Medicine  report  in  1985, 
Research  on  Mental  Illness  and  Addictive  Disorders:  Progress  and  Prospects,  that  research  into 
disorders  of  childhood  and  adolescence  was  lagging  behind  all  other  research.  Almost  ten  years 
later,  after  specific  recommendations  from  the  House  and  Senate  Committees  on  Appropriations, 
the  level  of  support  needed  to  assure  consistent  growth  in  this  research  field  remains  insufficient. 

Illegal  drugs  exact  an  enormous  toll  on  the  health  of  our  nation.  Our  young  people  are 
particularly  at  risk.  Reports  of  current  illicit  drug  use  by  high  school  seniors  jumped  an 
alarming  20%  in  1994  from  18.3%  to  21.9%.  Drugs  of  abuse  affect  key  parts  of  the  brain, 
interfering  with  the  basic  biological  processes  involved  in  pleasure,  mood,  and  reward.  There 
is  accumulating  evidence  that  our  individual  genetic  makeup  and  our  social  and  cultural 
surroundings  may  affect  how  vulnerable  we  are  to  the  addicting  properties  of  drugs.  In  its  most 
severe  form,  drug  abuse  becomes  drug  dependence  or  addiction  and  is  characterized  by  tolerance 
to,  craving  for,  and  compulsive  use  of  drugs.  Treatment  of  drug  abuse  is  best  viewed  as  the 
management  of  a  chronic,  relapsing  disease,  and  as  such,  can  be  very  effectively  treated  in  a 
manner  similar  to  other  chronic  diseases  like  diabetes,  hypertension  and  asthma. 

Scientists  have  developed  the  first  new  medication  approved  in  a  decade  for  treating  heroin 
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and  other  opiate  addictions,  LAAM  (1-alpha-acetyl  methadol).  LAAM,  administered  every  other 
day,  breaks  addicts  of  their  daily  drug  seeking  behavior.  Developed  with  funding  from  the 
National  Institute  on  Drug  Abuse,  LAAM  fosters  greater  compliance  than  methadone,  because 
the  patient  does  not  have  to  make  daily  trips  to  the  clinic  for  the  medication.  Treating  drug 
abuse  is  far  less  expensive  than  alternatives.  One  year  of  methadone  treatment  for  heroin 
addiction  costs  $3,500.  One  year  of  incarceration  costs  $39,000.  One  year  of  untreated 
addiction  costs  society  an  estimated  $43,200  (in  direct  and  indirect  costs). 

Alcohol  abuse,  characterized  by  chronic  and  heavy  drinking,  produces  such  medical 
consequences  as  liver  disease  and  pancreatitis  and  contributes  to  cardiovascular  disorders,  certain 
cancers,  and  immune,  endocrine,  and  reproductive  system  illness.  Alcohol  is  a  teratogen 
capable  of  inducing  congenital  defects,  growth  retardation,  learning  disabilities,  and  other 
disorders.  The  National  Institute  on  Alcohol  Abuse  and  Alcoholism  established  that  Fetal 
Alcohol  Syndrome  is  caused  by  alcohol  per  se,  galvanizing  efforts  to  alert  women  and  the 
medical  community  to  the  dangers  of  drinking  during  pregnancy. 

There  is  good  news  on  the  battle  against  alcoholism.  The  first  new  drug  in  47  years  to  treat 
alcoholism,  naltrexone,  was  approved  by  the  U.S.  Food  and  Drug  Administration  on  December 
31,  1994.  Unlike  Antabuse,  the  currently  prescribed  drug  that  makes  the  user  severely 
nauseated  when  he  or  she  drinks  alcohol,  naltrexone  works  by  blocking  both  the  craving  for 
alcohol  and  the  pleasure  of  getting  high.  When  combined  with  behavioral  interventions, 
naltrexone  allows  as  many  as  three-quarters  alcoholics  to  avoid  a  relapse,  compared  with  fewer 
than  half  of  those  who  received  counseling  alone. 

Investigators  at  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism  are  searching  the  entire 
human  genome  for  genetic  markers  linked  with  alcoholism.  In  the  process  of  this  search,  they 
will  be  able  to  rigorously  test  the  involvement  of  a  number  of  genes  hypothesized  to  contribute 
to  susceptibility  to  alcoholism,  and  perhaps  discover  contributions  from  other  genes  not  yet 
suspected  of  involvement  with  alcoholism.  This  major  multidiciplinary,  collaborative  research 
study  involves  six  research  institutions  in  New  York,  Connecticut,  Missouri,  Indiana,  Iowa,  and 
California.  It  is  a  pedigree  study  that  uses  molecular  genetic  techniques  to  establish  the  genetic 
typing  of  a  total  of  2,400  individuals  comprising  several  hundred  families  in  which  alcoholism 
is  multiply  represented.  It  is  hoped  that  we  will  be  able,  eventually,  to  detect  the  disease  before 
its  damage  becomes  irreversible. 

NIDA  and  NIAAA  are  committed  to  developing  effective  treatments  for  drug  abuse  and 
addiction.  A  recent  cost-benefit  analysis,  financed  by  the  state  of  California,  is  regarded  as  the 
most  comprehensive  study  of  its  kind  ever  conducted  in  the  United  States.  It  confirmed,  as  other, 
smaller  studies  have  revealed,  that  alcohol  and  drug  abuse  treatments  are  effective.  The 
survey  found  that  California  taxpayers  saved  $7  for  every  dollar  spent  on  treatment  of  alcohol 
and  drug  abuse.  In  1992,  the  cost  of  treating  approximately  150,000  individuals  was  $200 
million.  Savings  of  $1.5  billion  were  largely  due  to  reductions  in  crime  and  health  care  costs. 

The  investment  this  subcommittee  has  dedicated  to  research  has  greatly  expanded  our  ability  to 
understand  and  treat  mental  disorders  and  the  interrelated  illnesses  of  alcoholism  and  drug  abuse. 
Examples  include: 

Neuroimaging:  The  extraordinary  variety  and  sophistication  of  neuroimaging  technology  is 
revolutionizing  our  ability  to  understand  and  visualize  both  the  structure  and  function  of  the 
living  brain.  Advanced  neuroimaging  capability  has  dramatically  improved  our  ability  to 
diagnose  illnesses  and  disorders  such  as  schizophrenia,  brain  tumors,  manic  depressive  illness 
and  stroke,  and  will  play  a  critically  important  role  in  the  development  of  new  treatment 
protocols. 

Brain  Structure:  Studies  on  normal  molecular  and  cellular  development,  genetics  and 
biochemical  functions  in  the  brain  may  explain  the  underpinnings  of  numerous  brain  disorders 
and  diseases.  A  deeper  understanding  of  how  the  blood  barrier,  for  example,  maintains  its 
integrity,  how  it  breaks  down  under  certain  condition,  how  it  is  reconstituted  after  injury,  and 
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the  methods  to  cross  the  barrier  with  therapeutics  wiii  have  treatment  applications  for  a  spectrum 
of  psychiatric  and  neurological  disorders  and  for  the  treatment  of  pain. 

Cognitive  Function:  Exciting  new  studies  are  underway  to  understand  the  biological  bases  of 
cognitive  functions  -  memory,  language  and  learning.  These  studies  hold  the  key  to 
understanding,  preventing  and  treating  the  catastrophic  needs  of  those  afflicted  with  dementias 
caused  by  Alzheimer's  Disease,  stroke  and  AIDS-related  dementia;  the  loss  of  cognitive  function 
due  to  the  aging  process,  head  trauma  and  other  factors. 

Brain  and  Behavior:  Understanding  the  role  of  the  brain  in  alcoholism,  drug  abuse, 
depression,  suicide  and  other  "dysfunctional"  disorders  will  lead  the  way  toward  developing  new 
treatment  and  prevention  strategies.  For  example,  understanding  the  role  of  brain  dopamine 
receptor  location  and  function  may  explain  drug-seeking  behavior  and  lead  to  therapeutic 
treatments  for  minimizing  the  severe  craving  experienced  by  chronic  cocaine  users. 

The  APA  proposes  that  the  research  budgets  for  the  NIMH,  NIDA,  and  NIAAA  be  increased 
to  a  level  minimally  appropriate  to  the  quality  of  the  science  which  merits  support,  as  follows: 
$696  million  for  NIMH;  $600  million  for  NIDA;  and  $238  million  for  NIAAA.  These 
recommendations  include  critical  research  training  and  research  management  and  support 
activities,  as  well  as  support  for  AIDS  research.  These  recommended  budgets  would  allow  the 
institutes  to  support  high  quality  research  project  grant  applications  at  rates  that  will  not 
discourage  excellent  investigators  even  from  applying  for  assistance. 

Mental  health  services  programs  are  now  administered  by  the  Center  for  Mental  Health  Services 
(CMHS)  at  the  Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA). 
Congress  has  called  on  CMHS  for  a  vigorous  federal  leadership  role  in  mental  health  services 
delivery  and  policy  development.  One  of  the  most  successful  programs  at  CMHS  is  the 
Children's  Mental  Health  Services  Program.  The  program  authorizes  grants  to  states  and 
communities  to  stimulate  the  development  of  interagency  systems  of  care  for  children  and 
adolescents  with  mental,  emotional  or  behavioral  disorders.  The  philosophy  of  the  program  is 
child-centered,  with  requirements  for  individualized  services  (sometimes  known  as  wrap-around 
services),  and  on  services  which  support  families  to  care  for  very  sick  youngsters  at  home.  APA 
recommends  a  funding  level  of  $100  million. 

We  also  present  for  your  consideration  the  following  funding  recommendations: 

$15  million  for  Clinical  Training  at  the  SAMHSA  Center  for  Mental  Health  Services  to  better 
ensure  the  placement  of  personnel  in  shortage  areas  and  in  public  facilities  and  to  improve  the 
quality  of  training  provided  to  mental  health.  The  Clinical  Training  Program  at  CMHS  includes 
the  Minority  Fellowship  Program.  Congress  requires  that  clinical  trainees  who  receive  stipends 
pay  back  one  month  of  service  for  each  month  of  support,  except  for  programs  lasting  fewer 
than  180  days.  According  to  the  June  18,  SAMHSA  1993  Report  to  Congress,  93  percent  of 
the  trainees  who  have  completed  their  training  have  either  completed  or  are  doing  their  payback 
service. 

$450.0  million  for  the  Block  Grants  for  Community  Mental  Health  Services  program  for 
SAMHSA'  Center  for  Mental  Health  Services.  At  a  time  when  state  governments  are  facing 
severe  budgetary  constraint,  there  can  be  no  overriding  reason  for  holding  at  the  current 
appropriation  this  program  that  provides  critically  needed  services  to  the  mentally  ill. 

$36.0  million  for  the  SAMHSA  Center  for  Mental  Health  Services  Community  Support 
Program  and  Child/Adolescent  Services  System  Program  (CAP/CASSP);  $10.0  million  for 
the  SAMHSA  Center  for  Mental  Health  Services  Prevention  initiatives;  $31.0  million  for  the 
SAMHSA  Center  for  Mental  Health  Services  "Access"  Homeless  Demonstration  programs  and 
200  million  for  the  SAMHSA  Center  for  Mental  Health  Services  PATH  Homeless  State  Grant 
Program.  $100.0  million  for  the  SAMHSA  Center  for  Mental  Health  Services  Children's  and 
Communities'  Mental  Health  Systems  Improvement  Program.  $15.0  Million  for  the 
SAMHSA  Center  for  Mental  Health  Services  AIDS  Mental  Health  Demonstrations  Program. 
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STATEMENT  OF  ALAN  G.  KRAUT,  EXECUTIVE  DIRECTOR,  THE 
AMERICAN  PSYCHOLOGICAL  SOCIETY 

Mr.  Chairman,  Members  of  the  Subcommittee:   I  am  Alan  Kraut,  Executive  Director  of  the 
American  Psychological  Society.  Thank  you  for  the  opportunity  to  discuss  the  FY  96 
appropriations  for  psychological  and  behavioral  science  research  at  the  NIH. 

APS  was  established  to  represent  the  science  of  psychology.  Our  15,000-plus 
members  are  scientists  working  in  areas  ranging  from  basic  brain  research,  to  applied 
research  in  the  prevention  of  disease,  to  the  study  of  organizational  issues  related  to  health. 
They  include  members  of  the  National  Academy  of  Sciences,  Nobel  prize  winners,  and 
distinguished  researchers  from  leading  universities  working  in  an  array  of  specialties. 
Psychobiologists  and  behavioral  neuroscientists  study  the  relationships  between  the  brain 
and  behavior.  Health  psychologists  study  the  interactions  between  health  and  behavior. 
Developmental  psychologists  study  physical,  emotional,  and  cognitive  development,  with 
special  emphasis  on  the  beginning  and  end  of  the  lifespan.  Social  psychologists  look  at  the 
behavior  of  individuals  and  groups.  You  will  find  psychologists  conducting  research  on 
hearing  and  vision,  learning  and  remembering,  decision  making,  heart  disease,  stroke, 
mental  illness,  disease  prevention,  and  AIDS,  just  to  name  a  few.  The  common  thread  is 
behavior,  whether  at  the  level  of  a  single  organ,  an  individual,  or  the  behavior  of  groups 
and  organizations. 

As  this  Subcommittee  described  it  in  last  year's  Labor-HHS  appropriations  report, 
our  research  includes  "health  and  behavior,  personality  research,  social  and  developmental 
psychology  across  the  lifespan,  thinking  and  cognitive  science,  treatment  effectiveness, 
psychopathology,  and  the  biological  bases  of  behavior."  (S.  Rpt.  103-143,  p.  126)  I  am 
here  today  to  ask  you  to  support  continued  funding  of  just  this  kind  of  research  at  NIH. 

More  than  any  other  committee  in  Congress,  this  Subcommittee  has  a  long  history  of 
support  for  behavioral  science  research.  Over  the  years,  that  support  resulted  in  specific 
initiatives  to  increase  funding  for  behavioral  research  at  NIH.  More  generally,  your  support 
has  contributed  enormously  to  psychology  as  a  science  making  great  inroads  in  the  federal 
research  establishment.   In  the  last  year  alone,  there  has  been  enormous  momentum  for 
behavioral  science  research  from  institutions  that  have  traditionally  been  bastions  of 
biomedical  and  physical  science;  several  major  proposals  have  been  developed  to  expand 
behavioral  research.   In  one  of  its  regularly  scheduled  reports  to  Congress  on  the  state  of 
science  training,  the  National  Academy  of  Sciences  recommended  a  large  increase  in  NIH 
National  Research  Service  Awards  for  behavioral  scientists.  The  National  Institute  of 
Mental  Health  is  sending  to  Congress  a  national  plan  to  significantly  increase  basic 
behavioral  research  on  mental  health  and  mental  illness,  and  also  wants  to  double  its 
support  of  young  investigators  in  behavioral  research.  The  National  Institute  on  Drug 
Abuse  is  reframing  its  portfolio  to  include  major  new  initiatives  in  behavioral  research. 
And  the  National  Science  Foundation  has  embraced,  as  its  own,  the  "Human  Capital 
Initiative,"  a  research  agenda  developed  by  the  behavioral  science  community  that  ties 
behavioral  science  to  issues  of  national  concern,  such  as  health,  literacy,  violence,  substance 
abuse,  aging,  and  productivity  in  the  workplace. 

At  NIH  as  a  whole,  we  also  are  seeing  encouraging  signs  that  the  status  of 
behavioral  research  is  improving.  The  Office  of  Behavioral  and  Social  Science  Research, 
which  was  authorized  by  Congress  to  give  behavioral  and  social  sciences  visibility  at  the 
highest  levels  at  NIH,  is  about  to  have  its  first  director.  Although  no  official  announcement 
has  been  made,  we  understand  that  NIH  director  Harold  Varmus  is  on  the  verge  of 
appointing  Norman  Anderson  to  that  post.  Dr.  Anderson  is  a  distinguished  psychology 
researcher  (and  APS  member)  from  Duke  University  Medical  Center  and  an  expert  in  the 
area  of  behavioral  medicine;  his  specific  areas  of  research  are  the  psychosocial  and 
psychophysiological  aspects  of  hypertension.  As  Director,  Dr.  Anderson  will  establish  the 
Office  and  develop  a  plan  for  significantly  expanding  behavioral  and  social  science  research 
at  NIH. 
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This  Office  is  a  major  step  toward  mending  a  profound  gap  at  NIH:  namely,  the 
gap  between  the  enormous  impact  of  behavior  in  determining  health  status,  on  the  one 
hand,  and  the  still-underfunded  amount  of  NIH  resources  for  behavioral  research,  on  the 
other.  NIH  funding  for  behavioral  research  should  be  more  in  proportion  with  the  central 
role  of  behavior  in  such  things  as  heart  and  lung  disease  and  cancer,  as  well  as  other  public 
health  problems. 

The  relationship  between  health  and  behavior  has  been  amply  documented  in 
numerous  reports  by  the  Institute  of  Medicine,  the  NAS,  and  Department  of  Health  and 
Human  Services.  These  include  the  IOM's  report  "Health  and  Behavior:  Frontiers  of 
Research  in  the  Behavioral  Sciences,"(1982);  NAS's  "The  Behavioral  and  Social  Sciences: 
Achievements  and  Opportunities";  the  Surgeon  General's  "Healthy  People"  report  (1979) 
and  the  series  of  related  reports  that  followed  it,  including  "Promoting  Health/Preventing 
Disease:  Objectives  for  the  Nation"  (1980)  and  "Healthy  People  2000"  (1990).  Together, 
they  document  that  as  much  as  50  percent  of  mortality  from  the  leading  causes  of  death  is 
due  to  behavior,  and  that  7  out  of  10  of  the  leading  causes  of  death  are  in  large  part 
behavioral  in  nature. 

Let  me  describe  just  one  example  of  the  need  for  behavioral  research:  The  CDC  has 
just  reported  that  AIDS  is  the  number  one  killer  of  people  between  the  ages  of  25  and  44  in 
this  country.  This  increase  in  AIDS  deaths  happened  at  the  same  time  that  Congress  has  in 
good  faith  made  an  enormous  annual  investment  in  NIH  AIDS  research,  which  is 
overwhelmingly  and  narrowly  biomedical.  Clearly,  this  current  approach  isn't  working. 
It's  not  a  matter  of  stopping  biological  research  on  AIDS.  But  until  a  vaccine  is  developed 
~  and  even  the  most  optimistic  estimates  indicate  that  won't  happen  for  many  years  —  we 
could  be  doing  a  great  deal  more  to  address  the  transmission  of  AIDS,  which  fundamentally 
is  a  behavioral  issue. 

Behavioral  research  has  the  potential  to  address  the  major  health  problems 
confronting  the  nation.  There  are  signs  that  NIH  is  recognizing  this  fact.  As  I  said  earlier, 
individual  Institutes  at  NIH  are  planning  major  expansions  of  their  behavioral  science 
portfolios,  and  the  pending  appointment  of  a  director  of  the  behavioral  science  office  is 
particularly  encouraging.   We  are  asking  this  Subcommittee  to  continue  its  record  of  strong 
support  for  behavioral  science  through  the  following  actions: 

~  Preserve  existing  levels  of  behavioral  research  at  all  Institutes  in  FY  96;  and 

—  Direct  NIH  to  develop  a  plan,  by  next  year's  appropriations  hearings,  for 
expanding  its  behavioral  science  research  portfolio  commensurate  with  the  role  of 
behavioral  factors  in  causing  and  curing  diseases  and  public  health  problems. 

These  steps  would  signal  that  behavioral  and  social  science  are  a  priority,  and  would 
provide  a  measure  of  stability  for  all  NIH  behavioral  science  programs.  In  addition,  we  ask 
your  favorable  consideration  of  the  recommendations  for  specific  programs  outlined  below. 

OFFICE  OF  BEHAVIORAL  AND  SOCIAL  SCIENCE  RESEARCH 

This  is  the  third  appropriations  cycle  in  which  I  have  appeared  before  you  and  your 
counterparts  in  the  House  to  request  your  support  for  the  Office  of  Behavioral  and  Social 
Science  Research  (OBSSR),  within  the  Office  of  the  Director  of  NIH.  The  OBSSR  was 
authorized  in  1993  to  expand  NIH's  portfolio  of  research  on  some  of  the  nation's  most 
serious  public  health  problems  which  are  behavioral  at  their  core:  a  partial  list  of  examples 
includes  violence;  teen  pregnancy;  heart  and  lung  diseases  that  come  from  smoking;  injuries 
and  accidents  that  occur  because  of  alcohol  and  drug  abuse;  and  the  transmission  of  disease 
through  risky  sexual  behaviors.  Virtually  every  one  of  the  National  Institutes  has  a 
behavioral  science  component.  The  OBSSR  would  link  those  programs  in  ways  that  would 
minimize  unnecessary  duplication  of  efforts  and  would  identify  promising  areas  of 
behavioral  research  that  should  be  pursued. 


498 


The  Office  was  created  only  after  NIH  did  not  respond  to  Congress'  explicit  and 
repeated  interest  in  increasing  behavioral  research  at  NIH.  Last  year  I  described  for  you  the 
history  of  Congressional  actions  on  behavioral  research  at  NIH  and  some  background  on 
the  Office  and  its  mission.  Rather  than  reiterate  that  entire  history,  I  respectfully  refer  you 
to  the  record  of  last  year's  hearings.  This  year,  as  I  mentioned  earlier,  there  is  good  news. 
A  director  for  the  Office  will  be  appointed  soon,  and  he  will  begin  fulfilling  the  mission  of 
the  Office.  The  first  job  of  the  Office  will  be  to  assess  the  current  levels  of  behavioral 
science  at  all  NIH  institutes.  The  Office  will  then  identify  promising  areas  of  research  that 
should  receive  increased  support.  We  ask  that  this  Subcommittee: 

--  Encourage  the  new  NIH  Office  of  Behavioral  and  Social  Science  Research  by 
providing  an  appropriation  of  $5  million  for  the  Office  in  FY  96. 

NIMH  PLAN  FOR  BASIC  BEHAVIORAL  SCIENCE  RESEARCH 

In  consultation  with  leading  experts  from  universities  throughout  the  country,  the 
National  Institute  on  Mental  Health  (NIMH)  has  now  completed  a  comprehensive 
assessment  of  behavioral  and  psychosocial  research  within  its  mission.  The  result  is  "Basic 
Behavioral  Science  Research  for  Mental  Health:  A  National  Investment,"  a  national  plan 
for  behavioral  science  research  similar  to  other  NIMH  plans  that  have  shaped  the  Institute's 
programs  in  schizophrenia,  child  and  adolescent  mental  disorders,  and  neuroscience.  The 
behavioral  science  report  documents  the  "striking  progress"  that  has  been  made  in 
understanding,  diagnosing,  treating  and  preventing  mental  disorders,  and  it  outlines  specific 
research  priorities  that  should  guide  NIMH  funding  in  behavioral  science.  The  report 
presents  multi-year  funding  recommendations  for  investigator-initiated  research  and  research 
training,  plus  it  encourages  increased  collaboration  between  basic  and  clinical  researchers  in 
order  to  strengthen  both  areas.  The  report  also  calls  for  an  examination  of  how  the  NIMH 
peer  review  system  will  be  affected  when  it  is  merged  with  the  existing  NIH  system. 

The  report  was  recently  approved  by  the  NIMH  Advisory  Council  and  is  being 
forwarded  to  Congress  as  requested  in  last  year's  Appropriations  reports  from  this 
Subcommittee  and  from  the  House.  For  FY  96,  we  ask  that  the  Subcommittee: 

~  Examine  the  NIMH  plan  for  behavioral  science  research  and  lend  its  support  to 
the  recommendations  for  grants  and  training  increases. 

-  Direct  NIMH  to  report  back  to  Congress  by  January  31,  1996,  with  its  plans  for 
implementing  the  national  plan  for  behavioral  science  research  on  mental  health. 

NIMH  B/START  ~  GRANTS  FOR  YOUNG  INVESTIGATORS 

In  FY  94,  after  several  years  of  Congressional  directives  to  reverse  the  decline  in 
support  for  young  behavioral  research  investigators,  NIMH  established  the  Behavioral 
Science  Track  Award  for  Rapid  Transition  (B/START)  program  to  encourage  new 
researchers  in  behavioral  science.  The  Institute's  Program  Announcement  stated  that  "at  the 
moment,  this  field  seems  to  be  at  serious  risk  of  having  an  insufficient  number  of 
researchers."  The  response  from  the  field  has  been  enormous:  NIMH  received  more  than 
1 50  B/START  applications  in  the  first  review  cycle  for  the  program,  plus  many  more 
throughout  the  year.  Unfortunately,  only  3 1  grants  could  be  awarded  for  FY  94,  for  a  total 
of  $1.12  million.  In  FY  95,  NIMH  plans  to  increase  this  to  at  least  $1.6  million,  and  the 
Acting  Director  of  NIMH  has  indicated  his  desire  to  double  the  funding  for  B/START.  We 
ask  the  Subcommittee  to: 

-  Allow  NIMH  to  expand  the  B/START  program  by  appropriating  $2.5  million  for 
the  program  in  FY  96. 
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NIDA  BEHAVIORAL  SCIENCE  PORTFOLIO 

Contrary  to  the  prevalent  view  that  drug  abuse  and  addiction  are  social  or  moral 
conditions,  drug  abuse  is  a  health  problem;  in  the  words  of  the  director  of  the  National 
Institute  on  Drug  Abuse  (NIDA),  Alan  Leshner,  it  is  "a  treatable  chronic  and  relapsing 
disease"  as  well  as  a  "preventable  behavior."  NIDA  is  in  the  process  of  expanding  its 
support  of  behavioral  science,  particularly  in  the  area  of  research  on  craving.  There  needs 
to  be  significantly  more  research  on  the  underlying  behavioral  and  biological  mechanisms 
of  craving  as  well  research  on  the  role  of  peer  pressure,  family  and  environmental  factors, 
and  other  issues  in  order  to  understand  why  and  how  substance  abuse  begins.  We  strongly 
urge  the  Subcommittee  to: 

-  Support  NIDA's  efforts  to  bring  the  full  power  of  science  to  bear  on  drug  abuse 
and  addiction  by  appropriating  adequate  funds  in  FY  96  to  allow  NIDA  to  expand 
its  portfolio  in  research  on  the  mechanisms  of  craving. 

NATIONAL  RESEARCH  TRAINING  AWARDS  -  NAS  RECOMMENDATIONS 

The  National  Academy  of  Sciences  (NAS)  has  recommended  a  significant  increase 
in  NRSA  awards  in  the  behavioral  sciences  in  1996  "on  the  basis  of  continuing  gains  being 
made  by  behavioral  scientists  in  areas  of  national  interest  and  on  anticipated  demand  for 
behavioral  research  relative  to  health  goals."  This  recommendation  was  made  in  June  1994 
in  a  report  to  the  Department  of  Health  and  Human  Services,  entitled  "Meeting  the  Nation's 
Needs  for  Biomedical  and  Behavioral  Scientists."  The  report  also  recommended  to  keep 
NRSA  awards  in  the  basic  biomedical  sciences  at  1993  levels,  which  was  based  on  a 
conclusion  that  there  is  an  adequate  supply  of  biomedical  scientists. 

In  explaining  its  recommendation,  the  NAS  said  "there  is  now  increasing  recognition 
that  many  of  the  worst  problems  facing  this  country  are  primarily  behavioral  in  character 
and  that  these  sciences  possess  important  information  to  address  those  problems."  The 
report  also  noted  that  training  funds  have  been  disproportionately  directed  to  research  on 
the  biological  bases  of  behavior,  resulting  in  "less  attention  to  research  training  in  the 
behavioral  and  social  dimensions  of  physical  and  mental  health  than  might  be  desired.  It  is 
the  hope  of  the  [NAS]  committee  that  expanded  NRSA  support  in  the  behavioral  sciences 
in  the  coming  years  will  result  in  significant  growth  in  the  number  of  awards  made  for 
research  training  in  the  solution  of  social  problems  related  to  the  health  and  well-being  of 
all  Americans."  (emphasis  added) 

We  ask  that  this  Subcommittee  give  its  full  support  to  the  NAS  findings  and  that  you: 

—  Direct  NIH  to  implement  the  recommendations  of  the  NAS  to  increase  the  annual 
number  of  NRSA  awards  for  research  training  in  the  behavioral  sciences  from  1 ,069 
to  1,450. 

Mr.  Chairman,  thank  you  again  for  the  opportunity  to  testify  on  the  urgent  need  for  an 
increase  in  behavioral  science  at  the  National  Institutes  of  Health.  This  concludes  my 
statement,  and  I  would  be  pleased  to  answer  any  questions. 


STATEMENT  OF  JAMES  WALSH,  CHAIRMAN,  GOVERNMENT  AFFAIRS 
COMMITTEE,  AMERICAN  SLEEP  DISORDERS  ASSOCIATION 

I  am  Dr.  James  Walsh,  and  I  am  pleased  to  submit  testimony  on 
behalf  of  the  American  Sleep  Disorders  Association.  A  medical  and 
scientific  society,  the  AS DA  represents  more  than  2200  physicians 
and  researchers.  Part  of  the  ASDA's  mission  is  to  foster  research 
in  the  field  of  sleep  medicine  and  to  educate  both  the  public  and 
health  care  professionals  about  sleep  disorders.  The  AS  DA 
appreciates  this  opportunity  to  present  its  comments  on  funding  for 
sleep  disorders  research  and  education  within  the  National 
Institutes  of  Health  for  fiscal  year  1996. 


500 


Thanks  to  the  help  of  dedicated  Congressmen,  many  of  whom  serve  on 
this  subcommittee,  the  National  Center  for  Sleep  Disorders  Research 
was  established  in  the  1993  NIH  Revitalization  Act.  The  Center  was 
the  cornerstone  recommendation  of  the  National  Commission  on  Sleep 
Disorders  Research  which  was  brought  together  in  1988  to  address 
the  growing  concern  over  sleep  disorders  and  their  effect  on  our 
society.  The  Center  was  established  within  the  National  Heart, 
Lung  and  Blood  Institute  of  the  National  Institutes  of  Health. 

During  the  last  year,  because  of  the  leadership  of  NHLBI,  the 
initial  phases  of  the  development  of  the  National  Center  have 
progressed  admirably  despite  a  severe  lack  of  funds  and  no 
permanent,  full-time  director.  The  AS DA  continues  to  firmly 
support  the  National  Center  and  believes  that  with  adequate  support 
the  widespread  consequences  of  untreated  sleep  disorders  will  be 
markedly  reduced. 

A  strong  and  fully  funded  National  Center  for  Sleep  Disorders 
Research  is  crucial  to  our  nation,  as  problems  with  sleep  affect  so 
many  and  often  have  dire  consequences.  Forty  million  American 
adults  suffer  from  chronic  sleep  disorders',  such  as  insomnia  and 
sleep  apnea;  and  another  20  to  30  million  have  intermittent  sleep 
problems;  millions  more  at  any  given  time  have  not  obtained 
sufficient  sleep.  The  consequences  of  these  sleep  disorders  and 
common  sleep  deprivation  are  not  trivial:  they  include  reduced 
workplace  productivity,  lowered  performance  at  school,  an  increased 
likelihood  of  accidents  (behind  the  wheel,  on  the  job,  and  at 
home) ,  increased  cardiovascular  disease,  a  higher  mortality  risk, 
and  a  decreased  quality  of  life. 

More  specifically,  sleep-related  motor  vehicle  accidents  continue 
to  take  the  lives  of  our  citizens — young  and  old  alike — at  great 
emotional  and  financial  cost.  Yet  given  the  resources,  the 
National  Center  can  do  much  to  reduce  these  senseless  accidents. 
It  is  not  by  chance  that  the  number  of  alcohol -related  motor 
vehicle  accidents  has  declined  over  recent  years;  this  change  has 
occurred  in  conjunction  with  forceful  measure  to  educate  the  public 
about  the  consequences  of  driving  while  intoxicated.  The  same  must 
now  be  done  about  the  hazards  of  driving  while  drowsy.  The  Center 
is  making  a  concerted  effort  in  this  area  but  the  current  low  level 
of  funding  will  continue  to  hamper  serious  progress. 

The  National  Center  has  progressed  satisfactorily  in  its  first 
year.  The  Center  appointed  its  scientific  advisory  board  which  has 
held  its  first  meeting.  The  board  includes  members  from  the  other 
NIH  institutes  which  support  research  in  sleep  as  well  as 
representatives  from  other  government  agencies  which  have  an 
interest  in  sleep.  They  include  the  Departments  of  Transportation, 
Defense,  and  Labor,  and  the  National  Institutes  of  Child  Health  and 
Human  Development,  Aging  and  Mental  Health.  Unfortunately,  due  to 
problems  with  funding  the  board  is  has  been  scheduled  to  meet  only 
twice  a  year  instead  of  the  four  times  a  year  originally  intended. 
Their  work  to  develop  a  national  research  plan  would  be  greatly 
enhanced  by  their  ability  to  collaborate  periodically. 

In  addition,  the  Center,  in  conjunction  with  the  National  Heart, 
Lung  and  Blood  Institute  held  a  sleep  education/strategy 
development  workshop  in  June  1994.  The  purpose  of  the  workshop  was 
to  develop  educational  targets  and  priority  groups  for  the  board 
and  the  Center  to  focus  on  in  its  public  awareness  program. 

Early  in  the  year  the  Center  initiated  a  request  for  applications 
for  a  research  project  on  the  Cardiopulmonary  Consequences  of  Sleep 
Apnea.  More  recently,  the  Center  introduced  a  cooperative  multi- 
institute  Request  for  Applications  in  general  sleep  research. 

Finally,  the  Center  has  begun  development  of  a  public  awareness 
campaign    on    sleep    disorders    that    will    include    public  service 
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announcements  for  radio,  printed  materials  on  various  sleep 
disorders,  and  other  educational  tools. 

For  all  of  its  progress,  the  National  Center  does  still  face 
challenges.  Aside  from  adequate  funding,  the  challenge  of  most 
concern  is  that  the  Center  must  have  better  opportunities  to 
develop  collaborative  efforts  with  other  NIH  Institutes  involved  in 
sleep  research.  The  legislation  that  established  the  Center 
authorized  the  Center  to  collaborate  with  the  National  Institutes 
of  Neurology,  Aging,  Mental  Health  and  Child  Health.  This  effort 
has  been  hampered,  however,  by  a  lack  of  specific  funding 
commitment  by  those  various  institutes  and  by  the  absence  of  a 
full-time  director  at  the  Center. 

While  we  are  impressed  with  the  initial  progress  of  the  National 
Center,  so  much  more  can  and  should  be  done.  The  National 
Institutes  of  Health  in  general  and  the  National  Heart,  Lung  and 
Blood  Institute  specifically  need  to  be  adequately  funded  so  that 
the  Center  will  in  turn  receive  adequate  funding.  It  would  be  a 
travesty  for  such  a  promising  and  cost  effective  program  to  be 
rendered  ineffective  due  to  lack  of  resources  just  when  it  is 
poised  to  make  a  difference. 

The  AS DA  recommends  funding  for  the  National  Institutes  of  Health 
for  FY96  at  $12,459  billion,  and  the  National  Heart,  Lung  and  Blood 
Institute  at  $1,382  billion,  a  10%  increase  for  both.  These 
figures  are  consistent  with  the  recommendation  resulting  from  the 
consensus  conference  on  federal  research  funding  conducted  by  the 
Federation  of  American  Societies  for  Experimental  Biology. 
Notwithstanding  this  specific  recommendation,  it  is  very  critical 
that  NHLBI  receive  a  funding  increase  that  is  at  least 
proportionate  to  the  overall  increase  for  NIH. 

Again,  the  AS DA  would  like  to  commend  the  Center  on  its  progress 
and  thank  the  Members  of  this  subcommittee  for  their  dedication  and 
leadership  in  ensuring  the  establishment  and  funding  of  the  Center. 

Thank  you  for  giving  the  AS DA  the  opportunity  to  submit  testimony' 
to  your  subcommittee,  and  more  importantly,  for  your  continued 
commitment  to  helping  the  millions  of  Americans  who  suffer  from 
sleep  disorders  and  the  millions  more  who  have  been  or  may  be 
victims  of  sleep-related  accidents. 


STATEMENT  OF  PEGGY  CLARKE,  PRESIDENT,  AMERICAN  SOCIAL 
HEALTH  ASSOCIATION 

Thank  you  for  the  opportunity  to  present  testimony  to  your  subcommittee  about  the 
health  crisis  caused  by  the  skyrocketing  rates  of  STDs  in  this  country,  and  the  programs 
of  the  Centers  for  Disease  Control  and  Prevention  (CDC)  and  the  National  Institutes  of 
Health  (NIH)  that  fight  these  diseases.  I  am  Peggy  Clarke,  president  of  the  American 
Social  Health  Association  (ASHA),  the  only  national  nonprofit  organization  dedicated 
solely  to  the  elimination  of  all  sexually  transmitted  diseases  (STDs).  For  eighty  years 
ASHA  has  combatted  the  epidemic  of  STDs  through  programs  of  education,  research 
and  public  policy. 

Any  epidemic  that  affects  12  million  Americans  each  year  should  be  a  national  priority. 
This  is  a  figure  worth  repeating  -  12  million  people  -  the  highest  STD  infection  rate  in 
the  industrialized  world.  It  is  now  estimated  that  one  in  every  four  Americans  will 
contract  an  STD  during  their  lifetime.  In  addition  to  the  considerable  emotional  and 
physical  toll  exacted  by  STDs,  the  health  care  expenditures  are  also  staggering.  In  1994 
alone,  the  estimated  costs  of  STDs  totaled  over  $8  billion.  In  addition,  the  last  decade 
has  seen  a  dramatic  increase  in  the  complexity  and  scope  of  STDs. 
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These  diseases  take  a  particular  toll  on  women,  adolescents  and  newborns.  Women  are 
especially  at  risk  because: 

•  Anatomical  differences  facilitate  prolonged  exposure  in  women. 

•  Women  are  less  likely  to  seek  treatment  for  STDs,  mainly  because  the  diseases  are 
normally  asymptomatic.  In  contrast  to  men,  women  often  do  not  know  they  are 
infected  until  irreparable  damage  has  occurred.  For  instance  chlamydia  -  which 
will  affect  4  million  people  this  year  and  is  the  single  greatest  cause  of  infertility 
-  shows  no  symptoms  in  75%  of  infected  women. 

•  Women  suffer  more  severe  consequences  from  STDs.  Untreated  infections  are 
known  to  cause  pelvic  inflammatory  disease  which  often  results  in  infertility,  life- 
threatening  ectopic  pregnancy,  and  cervical  cancer.  Infants  born  to  women  who 
are  infected  with  an  STD  are  subjected  to  premature  delivery,  pneumonia,  eye 
infections  and  even  death. 

Studies  have  repeatedly  shown  that  our  young  people  are  becoming  sexually  active  at 
younger  and  younger  ages.  This  trend  is  reflected  in  an  elevated  rate  of  STD 
transmission  among  adolescents.  Two-thirds  of  all  STD  cases  in  America  occur  in 
persons  under  the  age  of  25.  One  out  of  every  five  sexually  active  teenagers  has 
acquired  an  STD  by  the  age  of  21.  The  CDC  reports  that  as  many  as  20-30%  of  all 
sexually  active  teenage  women  now  test  positive  for  chlamydia,  and  national  gonorrhea 
rates  are  highest  among  women  under  the  age  of  twenty. 

Perhaps  the  most  sobering  fact  about  the  high  rates  of  STDs  among  our  teens  is  the  long- 
term  health  effects.  These  young  women  will  experience  significantly  higher  rates  of 
infertility,  ectopic  pregnancy,  cervical  cancer  and  HIV/AIDS  transmission. 

The  urgent  need  to  control  the  spread  of  AIDS  is  another  good  reason  to  make  the  STD 
programs  of  the  CDC  and  the  NIH  a  priority.  The  majority  of  the  population  is  not 
aware  that  a  pre-existing  STD  places  an  individual  at  a  greatly  increased  risk  of 
contracting  HIV,  the  virus  that  causes  AIDS.  NIH  officials  have  reported  that  a  woman 
who  has  gonorrhea  is  nine  times  more  likely  to  become  infected  with  HIV.  Men  with 
syphilis  experience  a  six  fold  increased  risk  of  contracting  HIV.  We  can  not  vaccinate 
against  AIDS,  and  we  can  not  cure  AIDS,  but  we  can  help  prevent  the  disease  by 
stopping  the  STDs  that  facilitate  its  transmission. 

As  I  stated  earlier,  the  health  care  expenditures  related  to  STDs  are  shocking,  $8  billion 
last  year  alone.  For  instance,  it  is  estimated  that  this  country  spends  $2.1  billion  per  year 
solely  on  the  treatment  of  chlamydia  and  its  sequelae.  However,  if  chlamydia  is 
diagnosed  in  the  early  stages,  treatment  can  cost  as  little  as  $2.25  per  case. 

Fortunately,  effective  programs  to  combat  the  STD  epidemic  do  exist.  Of  considerable 
note  is  the  Infertility  Prevention  Program  of  the  CDC.  This  program  is  based  on  an 
extremely  successful  and  cost-effective  demonstration  project  in  which  every  woman  at 
risk  of  contracting  the  STDs  that  cause  infertility  (specifically  chlamydia  and  gonorrhea) 
is  screened  and  treated  during  her  routine  exam.  Since  1988,  the  four  Northwestern 
states  involved  in  this  demonstration  project  have  seen  chlamydia  rates  drop  by  as  much 
as  61%.  In  1993  alone,  it  is  estimated  that  this  program  prevented  76,000  cases  of 
chlamydia. 

Unfortunately,  lack  of  funding  has  constrained  the  CDC  from  implementing  this 
successful  prevention  program  nationwide.  As  a  matter  of  fact,  nine  of  the  ten  public 
health  regions  have  not  yet  met  the  need  for  services  in  family  planning  or  STD  clinics. 

Our  recommendation  for  the  Infertility  Prevention  Project  of  the  CDC  for  FY  1996  is  $17 
million.  While  far  short  of  the  $90  million  needed  for  full  nationwide  implementation, 
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this  amount  will  allow  the  CDC  to  expand  the  program  to  provide  a  rudimentary  level 
of  service  delivery  in  every  public  health  region. 

In  addition  to  the  infertility  prevention  program,  funding  for  the  CDC's  STD  programs 
supports  state  and  local  health  departments  as  well  as  community-based  organizations 
in  their  efforts  to  implement  prevention  strategies  that  are  responsive  to  this  continually 
changing  epidemic.  CDC  grants  to  states  support  essential  programs  such  as; 
surveillance,  partner  notification,  clinician  training,  education  and  counseling.  For  these 
grant  programs,  we  recommend  a  increase  of  $5  million  over  the  fiscal  year  1995  funding 
level. 

STD  research  conducted  by  the  NIH  provides  our  public  health  system  with  the  tools 
needed  to  track  and  control  this  epidemic.  Advances  are  being  made.  For  instance,  NIH 
research  produced  a  new  reliable,  inexpensive,  non-intrusive  test  for  chlamydia,  as  well 
as  a  single-dose  cure.  In  addition,  current  research  on  topical  microbicides  could  soon 
produce  a  simple  female-controlled  method  of  preventing  the  transmission  of  all  STDs 
including  HIV.  Such  an  advance  would  have  an  enormous  impact  on  STD  infection 
rates. 

Our  recommendation  for  the  STD  research  conducted  by  the  NIH  in  FY  1996  is  $75.3 
million,  an  increase  of  $8.1  million  over  FY  1995.  Funding  at  this  level  will  allow 
increased  research  on  topical  microbicides,  pelvic  inflammatory  disease,  STD/HIV 
prevention  techniques,  diagnostics,  behavioral  intervention,  and  vaccines. 

Numerous  analyses  of  the  economic  impact  of  STDs  have  shown  that  small  investments 
in  STD  prevention  pay  large  dividends  -  in  economic  as  well  as  human  terms.  I  urge 
this  subcommittee  to  allocate  the  resources  needed  to  halt  the  physical  and  emotional 
devastation  caused  by  this  epidemic.  STDs  are  too  expensive  to  ignore. 

The  American  Social  Health  Association's  Washington  office  would  be  pleased  to  answer 
any  questions.  Please  direct  inquiries  to  Ms.  Lynn  Morrison,  American  Social  Health 
Association,  311  Massachusetts  Avenue,  NE  Washington,  DC  20002,  phone  (202/543- 
9129).  Thank  you  for  your  consideration  of  our  views. 


Summary  of  Recommendations: 


FY  1995 


FY  1996  Recommendation 


CDC's  STD  Grant  Programs 
Direct  Operations 

Total 

Increase 


$92  million 
$13.4  million 
$105.4  million 


$102  million 
$16.4  million 
$118.4  million 
12.3% 


NIH  STD  Research 
Increase 


$67.2  million 


$75.3  million 
12.05% 


STATEMENT  OF  THE  AMERICAN  SOCIETY  OF  CLINICAL  ONCOLOGY 

The  American  Society  of  Clinical  Oncology  (ASCO)  is  pleased  to  submit 
comments  to  the  Subcommittee  regarding  the  clinical  cancer  research  program  supported  by  the 
National  Cancer  Institute  (NCI).  ASCO  is  a  national  medical  specialty  society  representing  9,300 
cancer  specialists  involved  in  patient  care  and  clinical  research. 

Clinical  research  is  the  means  by  which  laboratory  findings  are  translated  into 
medical  practice.  It  also  serves  as  an  important  mechanism  to  identify  unresolved  scientific 
questions  requiring  further  shady  in  the  basic  laboratory. 
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Funding  clinical  research  not  only  provides  an  opportunity  to  maximize  our 
investment  in  basic  science,  but  also  presents  an  opportunity  for  improved  outcomes  in  patients 
with  serious  diseases  for  whom  traditional  therapies  have  failed.  For  people  with  cancer, 
treatment  in  the  context  of  a  clinical  trial  often  provides  the  best  available  care.  NCI  has 
recognized  the  importance  of  making  clinical  trials  broadly  available  to  cancer  patients  by 
developing  a  strong  national  network  involving  the  Clinical  Cooperative  Groups,  the  Community 
Clinical  Oncology  Program,  and  the  Cancer  Centers. 

To  sustain  this  essential  clinical  trials  network,  we  must  encourage  oncologists  to 
pursue  clinical  research  careers,  and  we  must  ensure  they  have  the  resources  to  explore  new 
ideas.  To  accomplish  these  goals,  we  must  1)  remove  obstacles  to  the  support  of  investigator- 
initiated  clinical  cancer  research;  2)  maintain  a  strong  biomedical  research  infrastructure;  and  3) 
provide  adequate  funding  for  cancer  research. 


CLINICAL  CANCER  RESEARCH  STUDY  SECTION 

A  major  barrier  to  the  support  of  clinical  cancer  research  is  the  lack  of  an 
appropriate  study  to  review  patient-oriented  research  project  grants.  Because  research  involving 
people  with  or  at  risk  for  serious  disease  involves  variables  and  outcome  measures  that  are 
difficult  to  control,  these  proposals  are  at  a  significant  disadvantage  when  directly  compared  with 
relatively  straightforward  laboratory  science  grants. 

The  need  for  a  dedicated  study  section  for  review  of  clinical  grants  is  well 
recognized.  A  decade  ago,  the  National  Institutes  of  Health's  (NIH)  Division  of  Research  Grants 
(DRG)  attempted  to  address  this  problem  by  creating  a  new  study  section,  Experimental 
Therapeutics  2  (ET2).  Over  time,  however,  this  study  section  has  drifted  from  its  original 
mission  of  fostering  research  with  direct  relevance  to  patient  care  toward  support  of  pre-clinical 
studies  that  are  predominantly  carried  out  in  the  lab. 

In  1993,  the  National  Cancer  Advisory  Board  (NCAB)  Clinical  Investigations  Task 
Force  called  for  the  establishment  of  a  new  DRG  review  committee.  A  bipartisan  group  of  12 
Senators,  led  by  Sens.  Connie  Mack  and  Daniel  Inouye  and  including  many  on  the  Appropriations 
Committee,  echoed  these  views  when  in  1994  they  sent  a  letter  to  NIH  calling  for  the  creation  of 
a  clinical  cancer  review  group. 

As  part  of  its  overarching  recommendations  to  improve  implementation  of  the 
National  Cancer  Act,  the  congressionally  mandated  Subcommittee  on  the  Evaluation  of  the 
National  Cancer  Program  (SENCAP)  recommended  establishment  of  an  NIH  Clinical  Research 
Initial  Review  Group  (IRG)  as  well  as  changes  in  the  composition  of  existing  IRGs  "to  enable 
translational  research  to  compete  on  equal  footing  with  basic  science  research." 

Most  recently,  the  Clinical  Research  Study  Group,  appointed  by  NIH  Director  Dr. 
Harold  Varmus  and  chaired  by  Dr.  Gordon  Williams,  concluded  that  patient-oriented  research 
fares  less  well  than  laboratory-oriented  research.  In  its  November  1994  report,  the  group 
recommended  1)  ensuring  that  the  workload  of  relevant  study  sections  include  at  least  50  percent 
clinical  applications;  2)  developing  clearly  defined  criteria  for  clinical  grant  review;  and  3) 
establishing  criteria  for  identifying  appropriate  reviewers.  In  January  1995,  NCAB  urged 
implementation  of  the  findings  of  the  Williams  group. 

Without  a  balanced  approach  to  the  distribution  of  scarce  research  dollars,  the 
clinical  research  infrastructure  will  not  be  prepared  to  rapidly  translate  the  promising 
developments  in  basic  research.  The  establishment  of  a  clinical  research  study  section  with  a 
primary  focus  on  patient-oriented  research  is  an  important  step  that  could  have  a  tremendous 
impact  on  clinical  research  with  minimal  new  outlays.  Congress  should  urge  NIH  to  take  this 
step  at  the  earliest  possible  time. 

INDIRECT  COST  REIMBURSEMENT 

Biomedical  research  requires  a  significant  infrastructure  of  buildings,  equipment, 
and  personnel.  Indirect  cost  reimbursement  covers  actual  expenses  borne  by  federal  grantees  for 
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administrative  overhead,  facility  construction,  equipment,  and  other  research-related  items  and 
services.  For  research  institutions,  these  overhead  costs  are  a  necessary  and  essential  part  of  the 
research  enterprise. 

The  proportion  of  NIH  research  dollars  devoted  to  indirect  costs  has  not  increased 
over  the  past  decade  despite  increasing  federal  regulatory  burdens,  including  protection  of  human 
and  animal  subjects,  workforce  safety,  toxic  waste  disposal,  enhanced  documentation 
requirements,  and  the  like.  Since  1983,  these  costs  have  remained  relatively  stable  at  around  31 
percent  of  total  costs  --  comparable  to  costs  for  industry-supported  biomedical  research. 

Arbitrary  cuts  in  indirect  cost  reimbursement  threaten  the  nation's  research 
capacity.  We  urge  the  Subcommittee  to  reject  proposals  such  as  those  suggested  by  the  House 
Budget  Committee  which  would  make  across-the-board  cuts  in  indirect  cost  reimbursement  over  5 
years. 

RESEARCH  TUNDING 

ASCO  appreciates  the  long-standing  role  of  the  Subcommittee  as  a  champion  for  a 
strong  biomedical  research  program.  While  we  recognize  that  significant  increases  in  funding  for 
NCI  will  be  difficult  given  current  budget  realities,  we  believe  the  appropriation  for  NCI  should 
be  viewed  as  an  investment  --  an  investment  that  will  lead  to  innovation  and  improvement  in  the 
detection,  prevention,  and  treatment  of  cancer. 

We  strongly  support  the  recommendation  of  Rep.  John  Porter,  Chairman  of  the 
House  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services,  for  a  6  percent 
increase  in  the  appropriation  for  NIH.  At  a  minimum,  we  urge  the  Subcommittee  to  maintain  the 
funding  levels  proposed  by  the  Administration. 


CONCLUSION 

Much  attention  has  been  placed  on  where  we  stand  in  the  "war  against  cancer. " 
Through  our  national  commitment  to  cancer  research,  we  have  improved  the  care  people  with 
cancer  receive,  enhanced  our  ability  to  detect  cancer  at  earlier  and  more  treatable  stages  of 
disease,  as  well  as  furthered  our  understanding  of  the  means  by  which  we  can  prevent  cancer.  To 
continue  this  progress,  we  must  maintain  our  support  for  a  balanced  national  cancer  research 
program  with  sufficient  funds  to  support  both  the  direct  and  the  indirect  costs  of  conducting 
research. 

Investment  in  NCI  will  be  strengthened  if  we  improve  peer  review  so  that  it 
encourages  rather  than  discourages  researchers  from  pursuing  clinical  cancer  research.  We  are 
not  requesting  an  earmark  of  funds  for  clinical  research.  Instead,  we  urge  the  Subcommittee  to 
include  language  in  its  report  that  stresses  to  NIH  the  importance  of  ensuring  that  the  peer  review 
system  offers  clinical  cancer  researchers  a  fair  chance  to  compete  for  funds. 


STATEMENT  OF  JAMES  A.  BENZ,  M.D.,  PRESIDENT,  AMERICAN  SOCIETY 
OF  CLINICAL  PATHOLOGISTS 

The  American  Society  of  Clinical  Pathologists  is  a  non-profit  medical  specialty 

society  organized  for  educational  and  scientific  purposes.  Its  66,000  members 

include  board  certified  pathologists,  other  physicians,  clinical  scientists  and 

certified  medical  technologists  and  technicians.  These  professionals  recognize  the 

Society  as  the  principal  source  of  continuing  education  in  pathology  and 

laboratory  medicine,  and  as  the  leading  organization  for  the  certification  of 

laboratory  personnel. 
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Allied  health  professionals  provide  vital  services  in  the  health  care  delivery 
system;  however,  educating  students  in  the  various  allied  health  specialties  has 
become  a  major  concern,  as  programs  committed  to  allied  health  have  declined 
steadily  since  1984.  What  many  people  do  not  realize  is  that  the  field  of  allied 
health  encompasses  more  than  200  separate  and  distinct  health  care  specialties, 
whose  professionals  comprise  more  than  sixty  percent  of  the  nation's  health  care 
workforce. 

Although  all  of  these  specialties  are  simultaneously  vying  for  a  very  small 
amount  of  money  each  year,  the  Title  VII  Allied  Health  Project  Grant  program 
has  been  extremely  effective  in  addressing  the  training  needs  of  allied  health 
personnel.  Several  of  the  project  grant  recipients  have  developed  model 
programs  to  identify  and  recruit  students,  especially  minorities  and 
disadvantaged  students,  into  allied  health  professions. 

The  University  of  Maryland  School  of  Medicine  received  an  allied  health  project 
grant  in  1991.  This  funding  provided  an  opportunity  for  the  school  to  create  an 
extremely  innovative  and  effective  program  for  minority  recruitment  and 
retention  in  medical  technology.  Utilizing  a  four-phase  design  which  begins  with 
career  awareness  activities  for  elementary  and  middle  school  students,  this 
model  provides  a  continuum  of  program  activities  which  progressively  focuses 
upon  specific  identification,  recruitment,  retention  and  development  needs. 
These  program  activities  are  designed  to  nurture  the  successful  completion  of  a 
baccalaureate  degree. 

As  a  result  of  these  efforts,  the  Department  of  Medical  and  Research  Technology 
at  the  University  of  Maryland  has  one  of  the  highest  minority  enrollments  in  a 
science-based  curriculum  at  a  majority  institution  in  the  United  States.  This 
program  has  led  the  country  in  clinical  laboratory  science  education  with  an 
average  minority  student  enrollment  of  42%  to  52%  and  an  average  92%  to  100% 
retention  rate  for  the  last  three  years.  This  recruitment  and  retention  model  is 
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being  utilized  by  institutions  nationwide,  in  a  variety  of  colleges  and 
departments.  Without  this  grant,  the  University  of  Maryland's  strides  in  minority 
recruitment  and  retention  would  not  have  been  realized.  Although  the  Title  VII 
grant  program  receives  a  relatively  modest  level  of  funding,  these  grants  have 
had  a  very  tangible  and  positive  impact  on  minority/ disadvantaged  students 
and  in  rural  and  underserved  communities. 

In  this  ever-changing  health  care  environment,  it  is  imperative  that  there  be  an 
adequate  supply  of  allied  health  providers  to  meet  future  demands.  It  is  no  secret 
that  many  rural  and  underserved  areas  are  experiencing  shortages  of  allied 
health  professionals.  The  current  cytotechnology  vacancy  rate  of  19.2%  exceeds 
the  nursing  vacancies  of  11.3%  reported  at  the  height  of  their  shortage. 
Cytotechnologists  are  an  integral  part  of  the  medical  laboratory  health  care  team. 
They  are  trained  to  evaluate  Pap  smears,  the  diagnostic  test  for  detecting  cervical 
cancer  in  women.  The  shortage  of  cytotechnologists  could  potentially  have  a 
negative  impact  on  women's  health,  if  enough  trained  individuals  are  not 
available  to  interpret  specimens. 

The  American  Society  of  Clinical  Pathologists  believes  that  the  key  to  addressing 
the  shortages  of  personnel  is  to  bring  more  candidates  into  the  field  through 
educational  programs.  These  grants  provide  opportunities  for  tailoring 
educational  programs  to  meet  specific  needs  of  a  geographic  region  or  student 
population.  There  have  been  many  creative  ideas  proposed  each  year  by  grant 
applicants,  but  unfortunately,  due  to  the  modest  funding  level,  most  of  these 
ideas  never  have  a  chance  to  be  realized.  Between  60  and  80  grant  applications 
are  received  each  year  by  the  Health  Resources  and  Services  Administration 
(HRSA),  yet  only  eight  to  ten  projects  are  funded. 

We  would  urge  your  consideration  for  funding  the  Allied  Health  Project  Grant 
program  at  its  authorized  amount. 
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STATEMENT  OF  LAWRENCE  LESSIN,  M.D.,  ON  BEHALF  OF  THE 
AMERICAN  SOCIETY  OF  HEMATOLOGY 

I  AM  PLEASED  TO  PROVIDE  THIS  WRITTEN  TESTIMONY  ON  BEHALF  OF  THE 
AMERICAN  SOCIETY  OF  HEMATOLOGY  -  AN  ORGANIZATION  REPRESENTING 
NEARLY  6,000  PHYSICIANS  AND  SCIENTISTS  COMMITTED  TO  THE  CARE  OF 
PATIENTS  WITH  INHERITED  BLOOD  DISEASES  LIKE  SICKLE  CELL  DISEASE, 
COOLEY'S  ANEMIA  AND  HEMOPHILIA. 

OUR  MEMBERSHIP  IS  ALSO  INVOLVED  IN  THE  TREATMENT  OF  CANCERS,  LIKE 
LYMPHOMA  AND  LEUKEMIA,  AS  WELL  AS  AIDS  -  ANOTHER  DISORDER  CARRIED 
BY  THE  BLOOD. 

ON  BEHALF  OF  THE  SOCIETY  I  WANT  TO  THANK  THE  COMMITTEE  FOR  ITS 
LONGTIME  SUPPORT  OF  RESEARCH  IN  BLOOD  DISEASES.  IN  FACT,  BECAUSE 
OF  THIS  SUPPORT,  WE  CAN  HONESTLY  REPORT  THAT  WE  ARE  NOT  JUST 
TRYING  TO  PREVENT  OR  AMELIORATE  THESE  INHERITED  DISORDERS  -  BUT  WE 
NOW  BELIEVE  THAT  WE  HAVE  A  CLEAR  UNDERSTANDING  OF  THE  SEVERAL 
PATHS  WE  CAN  TAKE  TO  ACTUALLY  CURE  THEM. 

JUST  IN  THE  LAST  YEAR  THE  NHLBI  HAS  MOVED  FORWARD  ON  MAJOR  NEW 
GENE  THERAPY  INITIATIVES  IN  SICKLE  CELL  DISEASE  AND  HEMOPHILIA  AS 
WELL  AS  AN  IMPORTANT  AND  PROMISING  NEW  INITIATIVE  IN  THE  AREA  OF 
BONE  MARROW  STEM  CELLS,  IN  PARTNERSHIP  WITH  NIDDK. 

LET  ME  JUST  TAKE  A  MOMENT  TO  COMMENT  ON  STEM  CELL  RESEARCH  ~  FOR 
IT  IS  ONE  OF  THE  MOST  NOTABLE  RECENT  ADVANCES  IN  HEMATOLOGIC 
RESEARCH.  JUST  ONE  OF  THESE  SELF  REPRODUCING  CELLS  CAN 
COMPLETELY  RESTORE  ALL  OF  THE  BLOOD  CELLS  OF  AN  ANIMAL  OR  MAN  - 
INCLUDING  THE  RED  CELLS,  WHICH  CARRY  OXYGEN  --  THE  WHITE  BLOOD 
CELLS,  WHICH  FIGHT  INFECTION  ~  AND  THE  PLATELETS,  WHICH  PREVENT 
BLEEDING. 

RESEARCH  SPONSORED  BY  THE  NHLBI  AND  NIDDK  IS  HELPING  TO  IDENTIFY 
BETTER  WAYS  OF  ISOLATING  THESE  ESSENTIAL  CELLS,  WHICH  MAKE  UP  LESS 
THAN  ONE-THOUSANDTH  OF  THE  CELLS  IN  THE  BONE  MARROW. 
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EXPERIMENTS  ARE  UNDERWAY  TO  ISOLATE  AND  REMOVE  STEM  CELLS  FROM 
ANIMAL  MODELS  WITH  GENETIC  DISORDERS,  SUCH  AS  THE  SICKLE  CELL 
MOUSE  OR  THALASSEMIC  MOUSE,  INSERT  THE  MISSING  GENE  AND  THEN 
RETURN  THE  STEM  CELLS  TO  THE  ANIMAL  A  WORKING  ANIMAL  MODEL  WILL 
OPEN  UP  THE  PATH  TO  TRANSFORMING  RED  BLOOD  CELLS  IN  THESE  PATIENTS 
TO  NORMAL  CELLS. 

BONE  MARROW  STEM  CELLS  ALSO  HOLD  THE  KEY  TO  IMPROVEMENTS  IN 
BONE  MARROW  TRANSPLANTATION  -  A  TECHNIQUE  I  AM  PROUD  TO  ADD,  WAS 
DEVELOPED  IN  LARGE  PART  BY  DR.  E.  DONNAL  THOMAS.  DR.  THOMAS,  A  PAST 
PRESIDENT  OF  THE  AMERICAN  SOCIETY  OF  HEMATOLOGY  WHO  RECEIVED  THE 
NOBEL  PRIZE  FOR  HIS  PIONEERING  RESEARCH.  AS  YOU  KNOW,  HIGH  DOSE 
CHEMOTHERAPY  WHICH  MAY  CURE  THE  CANCER,  KILLS  A  PATIENTS  OWN 
STEM  CELLS;  THUS,  THE  PATIENT  MUST  BE  RESUED  WITH  STEM  CELLS  FROM 
HIS  OWN  MARROW  OR  A  MATCHED  DONOR.  THIS  TECHNIQUE  HAS  PROVED 
VERY  SUCCESSFUL  --  BUT  ONLY  IF  A  SUITABLE  DONOR  CAN  BE  FOUND. 

THE  RESEARCH  I  JUST  MENTIONED  HAS  ALLOWED  US  TO  ALSO  UNDERSTAND 
HOW  TO  ACCELERATE  THE  PRODUCTION  AND  RELEASE  OF  STEM  CELLS  FROM 
THE  BONE  MARROW  INTO  THE  BLOOD  WITH  GROWTH  FACTORS  -  MAKING  IT 

POSSIBLE  TO  HARVEST  THE  STEM  CELLS  BY  MEANS  OF  A  SPECIAL  BLOOD 
DONATION  AND,  THUS,  AVOID  THE  PAIN  AND  ANESTHESIA  RISK  ASSOCIATED 
WITH  BONE  MARROW  DONATION. 

ANOTHER  EXCITING  OPTION  COMES  FROM  STUDIES  SHOWING  THAT  THERE 
ARE  ENOUGH  STEM  CELLS  IN  THE  UMBILICAL  CORD  OF  THE  PLACENTA  AFTER 
A  BABY  IS  BORN  TO  REPOPULATE  THE  BONE  MARROW  OF  CHILDREN  AND 
PERHAPS  EVEN  ADULTS.  THESE  NEONATAL  STEM  CELLS  CAN  BE  TISSUE- 
TYPED  AND  THEN  INCREASED  IN  NUMBER  IN  THE  LABORATORY,  THEN  FROZEN 
AWAY  FOR  FUTURE  USE  IN  OTHER  INDIVIDUALS.  THUS,  EVERY  BABY  BORN 
CAN  POTENTIALLY  BE  A  STEM  CELL  DONOR. 

FINALLY,  ANIMAL  STUDIES  INDICATE  THAT  IT  MAY  BE  POSSIBLE  TO 
TRANSPLANT  HEALTHY  STEM  CELLS  FROM  ONE  FETUS  TO  ANOTHER.  THIS 
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HAS  THE  POTENTIAL  OF  LEADING  TO  THE  GENETIC  TREATMENT  OF  DISORDERS 
OF  THE  BLOOD  SINCE  THE  IMMATURE  IMMUNE  SYSTEMS  DONT 
AUTOMATICALLY  REJECT  STEM  CELLS  FROM  A  DONOR  OF  WITH  DIFFERENT 
TISSUE  TYPE. 

I  WANT  TO  ALSO  THANK  THE  COMMITTEE  FOR  ITS  CONTINUED  SUPPORT  OF 
THE  NIDDK  SPONSORED  CENTERS  QF  EXCELLENCE  IN  MOLECULAR 
HEMATOLOGY  PROGRAM.  THIS  INITIATIVE  IS  FOR  THE  FIRST  TIME  BRINGING 
TOGETHER  MULTIDISCIPLINARY  TEAMS  OF  SCIENTISTS  AND  CLINICAL 
INVESTIGATORS  WHO  ARE  COMMITTED  TO  DEVELOPING  USING  THE  MOST 
ADVANCED  TECHNIQUES  OF  MODERN  SCIENCE  TO  IMPROVE  THE  DIAGNOSIS 
AND  TREATMENT  OF  BLOOD  DISEASES  -  AND  AS  MENTIONED,  FINALLY,  AND 
REALISTICALLY  TO  FIND  A  CURE  FOR  SUCH  DEVASTATING  GENETIC 
DISORDERS  AS  HEMOPHILIA,  SICKLE  CELL  AND  COOLEY'S  ANEMIA  -  AS  WELL 
AS  ACQUIRED  DISEASES  SUCH  AS  LEUKEMIA  AND  LYMPHOMA. 

ONE  FINAL  AREA  I  MIGHT  MENTION  IS  IN  THE  AREA  OF  BLOOD  CLOTS  -  OR 
THROMBOSIS.  OF  COURSE  THIS  COMMON  DISORDER  HAS  ONCE  AGAIN  BEEN 
RECENTLY  HIGHLIGHTED  IN  THE  PRESS  WITH  THE  TREATMENT  OF  FORMER 
VICE-PRESIDENT  QUAYLE  FOR  PULMONARY  EMBOLISM.  IN  FACT  50%  OF 
DEATHS  EACH  YEAR  ARE  DUE  TO  CARDIOVASCULAR  AND  THROMBOTIC 
DISEASE.  THE  NHLBI  ESTIMATES  THAT  SOME  60,000  PATIENTS  EACH  YEAR  DIE 
OF  DEEP  VEIN  THROMBOSIS  AND  PULMONARY  EMBOLISM  WHICH  IS  DUE 
PRIMARILY  TO  BLOOD  CLOTS  ARISING  IN  THE  VEINS  OF  THE  LEGS. 

AS  A  RESULT  OF  BASIC  RESEARCH  SEVERAL  NEW  CLASSES  OF  DRUGS  ARE 
BEING  DEVELOPED  TO  ATTACK  THIS  PROBLEM.  MORE  THAN  10 
PHARMACEUTICAL  AND  BIOTECHNOLOGY  COMPANIES  ARE  CURRENTLY 
DEVELOPING  SUCH  AGENTS  AIMED  AT  PREVENTING,  RETARDING,  OR 
DISSOLVING  BLOOD  CLOTS.  IF  ApEQUATE  RESOURCES  ARE  AVAILABLE  THE 
NHLBI  CAN  EXPAND  AND  ACCELERATE  THIS  RESEARCH. 

MR.  CHAIRMAN,  MEMBERS  OF  THE  COMMITTEE,  WE  KNOW  THE  VERY  DIFFICULT 
SITUATION  YOU  FACE  THIS  YEAR.  THE  MEMBERS  OF  THE  AMERICAN  SOCIETY 
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OF  HEMATOLOGY  BELIEVE  THAT  FOR  THE  REASONS  I  HAVE  JUST  SIGHTED  AND 
MANY  OTHERS  I  DID  NOT  HAVE  TIME  TO  MENTION,  THAT  AN  INCREASE  IN  LINE 
WITH  THE  PROFESSIONAL  JUDGMENT  BUDGETS  OF  THE  NHLBI,  NIDDK  AND  NCI 
ON  THE  ORDER  OF  15%  ARE  CERTAINLY  SCIENTIFICALLY  JUSTIFIED. 

HOWEVER,  IN  RECOGNITION  OF  THE  TASK  YOU  FACE  WE  ASK  THAT  YOU  DO 
WHATEVER  YOU  CAN  TO  ENSURE  WE  MAINTAIN  OUR  COUNTRY'S  EXCITING 
AND  WORLD  LEADING  PACE  OF  RESEARCH  ACCOMPLISHMENT  TRANSLATED 
INTO  CLINICAL  PROGRESS.  AT  A  MINIMUM  WE  STRONGLY  URGE  THAT  THE 
NHLBI,  NIDDK  AND  NCI  RECEIVE  INCREASES  OF  AT  LEAST  EQUIVALENT  TO  THE 
OTHER  NIH  INSTITUTES. 

STATEMENT  OF  THE  AMERICAN  SOCIETY  FOR  MICROBIOLOGY 

Dear  Chairman  Specter: 

The  American  Society  for  Microbiology  (ASM)  would  like  to  submit  the  following 
statement  for  the  record  on  the  Fiscal  Year  1996  (FY96)  budget  for  the  Centers  for 
Disease  Control  and  Prevention  (CDC).  The  ASM  is  the  largest,  and  oldest  life  science 
society  in  the  world,  with  an  active  membership  of  over  40,000.  Our  members  are 
involved  in  basic  and  applied  research  and  work  in  clinical  and  public  health  laboratories, 
academia,  industry,  and  government  service.  The  ASM  recognizes  the  severe  budget 
constraints  Congress  faces  this  year  and  understands  the  difficult  decisions  and  choices 
which  will  need  to  be  made.  However,  the  ASM  believes  the  budget  for  the  CDC,  the 
agency  charged  with  safeguarding  the  public  health  of  the  nation,  should  be  a  high 
priority,  and  recommends  that  Congress  adopt  the  FY  1996  budget  proposal  developed 
by  the  CDC  Coalition.  The  CDC  Coalition  member  organizations  are  committed  to 
improving  the  public's  health  with  cost-effective  prevention  and  control  strategies  and 
base  their  recommendations  on  expert  assessments  of  public  health  needs  in  the 
country.  For  FY  1996,  the  ASM  and  the  CDC  Coalition  are  recommending  Congress 
appropriate  $2.5  billion  for  the  CDC.  Specifically,  the  ASM  recommends  Congress 
increase  funding  for  infectious  disease  activities  at  CDC  by  $10  million,  which  is  the 
Administration's  request,  from  $56.5  million  in  FY95,  to  $66.5  million  in  FY96. 

The  Problem  of  New  and  Emerging  Infectious  Diseases 

Infectious  and  parasitic  diseases  are  still  the  leading  cause  of  death  worldwide 
(World  Health  Organization).  In  the  United  States,  mortality  from  infectious  diseases  has 
increased  50  percent  in  the  past  decade  and  accounts  for  $120  billion  in  health  care 
costs.  More  than  20  new  infectious  agents  or  diseases  have  been  identified  within  the 
last  20  years  (e.g.  Legionnaires  disease,  toxic  shock  syndrome,  Lyme  disease, 
HIV/AIDS,  and  hantaviruses).  Due  to  population,  climate,  ecological,  and  social 
changes,  international  travel  and  commerce,  and  many  other  still  yet  unknown  causes, 
bacteria,  viruses  and  parasites  continue  to  proliferate,  mutate  and  cause  increasing 
levels  of  disease  and  death. 

For  example,  between  the  years  1950  and  1990,  passengers  on  international 
flights  increased  from  2  million  to  280  million.  This  poses  a  significant  increase  in 
exposure  to  both  foodborne  and  airborne  transmission  of  microorganisms  in  flight. 
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There  have  been  reported  cases  of  tuberculosis  (airborne)  transmission  on  board  airline 
flights.  This  level  of  international  travel  also  increases  the  introduction  of  new  diseases 
into  countries  where  they  are  not  endemic.  Cholera,  a  food  and  water  borne  disease  has 
been  introduced  into  the  United  States  a  number  of  times  in  the  last  decade. 

Individuals  in  Washington  State,  California  and  in  many  other  locations  were 
exposed  to  bacterially  contaminated  hamburger  meat  (E.coli  0157.H7)  which  produced 
countless  illnesses  and  was  responsible  for  the  deaths  of  over  a  dozen  children. 
Recently,  56  people  in  Arkansas  became  infected  with  infectious  hepatitis  after  eating  at 
another  fast  food  establishment.  A  water  supply  contaminated  with  Cryptosporidium  in 
Milwaukee,  Wisconsin  incapacitated  an  entire  metropolitan  area  (approx.  370,000)  with 
severe  diarrhea,  and  caused  some  4,100  hospitalizations.  An  emerging  pathogen, 
hantavirus  has  been  implicated  in  the  deaths  of  over  42  individuals.  First  identified  in  the 
southwestern  United  States,  it  has  now  been  detected  in  16  states.  Publicized  by  the 
press  as  "flesh  eating"  bacteria,  a  virulent  strain  of  a  common  bacterium,  Group  A 
Streptococcus,  is  rare  but  appears  to  be  on  the  rise. 

Costs  associated  with  infectious  diseases  could  be  reduced  by  early  detection  and 
control.  For  example,  pneumococcus  bacteria  alone  cause  hundreds  of  thousands  of 
cases  of  pneumonia  in  the  United  States  each  year.  These  bacteria  are  also  responsible 
for  half  of  the  30  million  annual  office  visits  to  American  pediatricians  for  treatment  of 
earaches,  resulting  in  20  million  prescriptions  for  antibiotics  and  $1  billion  in  direct 
medical  expenses.  Salmonella,  just  one  of  many  foodborne  organisms  also  increased, 
doubling  since  1960's,  with  over  4  million  cases,  1,000  deaths  and  at  a  cost  of  $1  billion 
a  year. 

Microbial  drug  resistance  also  represents  a  public  health  crisis  which  is  causing 
treatment  failure  and  much  higher  health  care  costs.  New  drug  resistant  bacterial 
infections  include  staph,  pneumonia,  strep,  tuberculosis,  dysentery,  and  other  diseases 
that  are  costly  and  difficult,  if  not  impossible  to  treat.  Some  strains  of  tuberculosis  (TB) 
and  a  few  hospital  acquired  infections  have  emerged  that  are  highly  resistant  and  do  not 
respond  to  commercially  available  antibiotics.  It  is  estimated  that  resistant  infections 
caused  19,000  deaths  in  the  United  States  in  1993  and  contributed  to  another  58,000 
more.  Medical  costs  associated  with  treating  patients  with  drug  resistant  infections  is 
estimated  to  be  over  $4  billion  annually.  This  extremely  serious  problem  is  not  being 
adequately  addressed  by  the  CDC  because  of  inadequate  funds.  In  fact,  because 
surveillance  information  is  not  collected  on  a  national  basis,  the  problem  could  be  much 
worse  than  estimated. 

Strategies  to  Prevent  New  and  Emerging  Infectious  Diseases 

During  this  period  of  increased  microbial  activity,  CDC  s  workforce  and  its  budget 
for  infectious  diseases,  unrelated  to  AIDS  and  TB,  has  actually  declined  about  20 
percent  since  1 980  despite  these  growing  problems.  Last  year,  CDC  formulated  a  plan 
to  begin  focusing  on  combating  new  and  emerging  diseases  and  published  "Addressing 
Emerging  Infectious  Disease  Threats:  A  Prevention  Strategy  for  the  United  States."  This 
blueprint  for  the  nation  has  four  main  goals  which  link  together  to  enable  the  CDC  to  be 
better  prepared  and  equipped  to  prevent  the  spread  of  infectious  diseases.  With 
adequate  resources,  implementing  this  strategic  plan  will  help  defend  the  nation  against 
emerging  infectious  diseases. 

I  -  Surveillance  and  Response 

CDC  is  on  the  'front  line'  of  infectious  disease  outbreaks  and  epidemics. 
Surveillance  is  the  single  most  important  tool  for  detecting  infectious  disease 
outbreaks  and  determining  which  intervention  strategy  will  work.  Monitoring  and 
identifying  incidences  of  disease  acts  as  an  "early  warning"  system  for  the 


513 


country.  Surveillance  provides  answers  to  questions  of  mortality,  morbidity,  costs, 
success  and  failure  of  particular  intervention  strategies.  Without  adequate 
resources  for  surveillance,  the  spread  of  infectious  diseases  continues  unabated, 
causing  additional  resources  to  be  expended  treating  infectious  diseases,  rather 
than  on  prevention. 

II  -  Applied  Research 

CDC  has  the  important  and  unique  role  of  researching  and  applying  laboratory 
and  epidemiological  tools  to  public  health  problems.  The  laboratory  research 
conducted  at  CDC  is  essential  and  used  to  improve  the  public  health  response  in 
future  outbreaks. 

III  -  Prevention  and  Control 

CDC  needs  to  improve  critical  public  health  information  about  emerging  infectious 
diseases  to  health  professionals  both  in  the  public  and  private  sector  to  ensure 
prompt  intervention  strategies  are  implemented.  Often,  if  detected  early  by  health 
professionals  and  reported  to  the  CDC,  the  spread  of  infectious  disease  can  be 
halted. 

IV  -  Infrastructure 

CDC,  state  and  local  laboratories  and  facilities  need  to  be  improved  and 
maintained  to  support  surveillance  and  prevention  efforts.  Continued  training  of 
personnel  in  the  diagnosis,  surveillance,  and  control  of  emerging  infectious 
diseases  is  also  critical. 

Adequate  resources  will  enable  the  CDC  to  move  towards  these  four  goals  and 
establish  a  national  surveillance  system  equipped  to  respond  to  new  and  emerging 
infectious  diseases. 

Funding  Necessary  to  Prevent  and  Control  Emerging  Infectious  Diseases 

CDC's  ability  to  prevent  the  spread  of  infectious  disease  will  erode  without  the 
continued  support  and  resources  provided  by  Congress.  The  ASM  was  very  pleased 
last  year  when  Congress  recognized  the  growing  problem  and  appropriated  an  additional 
$6.0  million  for  new  and  emerging  infectious  diseases  for  a  total  of  $56.5  million  in  FY95. 
This  year  the  Administration  highlighted  emerging  infectious  diseases  as  a  leading  public 
health  threat  and  recommended  an  additional  $10  million  be  appropriated  for  this 
initiative  in  FY96. 

It  is  estimated  that  the  full  cost  to  implement  the  CDC  strategic  plan  and  have  an 
adequate  national  surveillance  system  is  $100  million.  The  ASM  supports  the 
Administration's  down  payment  for  this  program  and  recommends  Congress  fund  CDC's 
infectious  disease  activities  at  a  level  of  $66.6  million  to  continue  its  implementation. 

ASM  Recommendation 

Prevention  of  infectious  diseases  is  possible,  necessary  and  proves  to  be  cost- 
effective.  A  lack  of  funds  threatens  to  reduce  the  vigilance  and  abilities  of  the  CDC, 
leaving  the  nation  vulnerable  to  a  wide  array  of  new,  imported  and  emerging  infectious 
diseases. 

According  to  an  Institute  of  Medicine  Report  in  1992, 

"Pathogenic  microbes  can  be  resilient  foes.  Although  it  is  impossible  to 
predict  their  individual  emergence  in  time  and  place,  we  can  be  confident 
that  new  microbial  diseases  will  emerge." 
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Increased  funding  of  infectious  disease  activities  at  the  CDC  will  enable  the  CDC  to  be 
prepared  for  the  seemingly  inevitable  emergence  of  infectious  diseases  and  be  able  to 
respond  effectively. 

A  greatly  strengthened  domestic  and  global  surveillance  system  at  the  CDC  would 
increase  the  current  ability  to  track  the  prevalence  of  infectious  diseases,  facilitate 
laboratory  and  epidemiological  research,  document  disease  outbreaks,  and  provide 
timely  and  urgent  intervention  activities. 

Funding  the  CDC  infectious  disease  activities  at  $66.5  million,  a  $10  million 
increase  over  FY95,  is  appropriate  and  necessary.  The  ASM  recommends  an 
investment  in  infectious  disease  prevention  as  a  far  less  costly  activity,  compared  to 
treatment,  in  both  human  suffering  and  health  care  dollars.  Expensive  treatments  or 
containment  measures  are  reactive  responses  to  infectious  agents.  However, 
surveillance,  laboratory  research  and  training,  epidemiologic  investigations  and 
integrated  prevention  and  control  strategies  can  ensure  the  public  health  system  is 
prepared  to  respond  to  new  and  re-emerging  infectious  diseases. 


STATEMENT  OF  ALBERT  BOTHE,  JR.,  ON  BEHALF  OF  THE  AMERICAN 
SOCIETY  FOR  PARENTERAL  AND  ENTERAL  NUTRITION 
Dear  Mr.  Chairman  - 

My  name  is  Albert  Bothe,  Jr.  I  am  at  the  New  England  Deaconess  Hospital  in  Boston, 
and  I  am  on  the  Harvard  Medical  School  faculty.  I  am  also  Chair  of  the  Public  Policy  Committee, 
and  past-President  of  the  American  Society  for  Parenteral  and  Enteral  Nutrition  (ASPEN). 
This  testimony  is  written  on  behalf  of  A  S. P.E.N,  and  the  American  Society  for  Clinical  Nutrition 
(ASCN).  A  S  P  E  N,  is  a  professional  and  scientific  organization  committed  to  promoting  quality 
patient  care,  education,  and  research  in  the  field  of  nutrition  and  metabolic  support.  ASCN  is  a 
scientific  society  for  clinical  nutritionists  in  medicine  and  the  health  sciences. 

The  memberships  of  these  societies  include  approximately  10,000  health  professionals 
with  representatives  in  nearly  every  medical  school  and  major  academic  health  care  center,  as  well 
as  hundreds  of  hospitals  in  the  United  States.  The  members  are  devoted  to  the  science  of 
nutrition  and  to  bringing  the  fruits  of  that  science  to  the  American  public  in  the  form  of  improved 
nutritional  practices  for  disease  prevention,  dietary  management  of  disease,  and  special  systems  of 
nutritional  support  required  during  severe  illness.  The  members  of  these  organizations  are 
involved  with  research  and  clinical  practice  in  various  disciplines  concerned  with  nutritional 
science  and  research  that  have  direct  applicability  to  the  prevention  and  management  of  illness, 
disease,  and  disability. 

My  testimony  today  is  on  the  National  Institutes  of  Health  budget  and  its  nutrition-related 
research  programs. 

In  1990-1992,  Director  of  the  National  Institutes  of  Health  Bernadine  Healy,  M.D., 
initiated  a  strategic  planning  process  for  NIH.  One  of  the  major  priorities  of  her  plan  was  the 
bionutrition  initiative.  She  testified  on  this  initiative  and  other  issues  shortly  before  she  left  NIH 
in  1993.  The  bionutrition  initiative  has  been  reenforced  by  this  Subcommittee  in  both  the  fiscal 
year  1994  and  fiscal  year  1995  appropriations  bill  reports.  NIH  is  implementing  this  as  a 
trans-NIH  initiative  and  activities  are  expanding  in  a  number  of  programs  and  Institutes,  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases,  the  National  Cancer  Institute, 
the  National  Heart,  Lung  and  Blood  Institute,  the  National  Institute  on  Aging,  the  National 
Institute  on  Child  Health  and  Human  Development,  and  the  National  Center  for  Research 
Resources. 

In  fiscal  year  1993,  the  last  year  data  is  available,  NIH  expended  $373  million  on  all 
nutrition  and  nutrition-related  research.  This  represents  only  3  .5%  of  the  NIH  budget.  The  level 
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in  fiscal  year  1994  will  probably  be  $390  million  to  $400  million  and  in  fiscal  year  1995,  we 
estimate  about  $420  million;  still  only  3.5%  of  the  NIH  budget.  In  the  5  fiscal  years  1988  to  1993 
for  which  data  exists,  the  growth  rate  in  nutrition-related  research  expenditure  was  about  6%,  far 
below  the  NIH  growth  rate  of  9%  annualized  for  that  same  period.  Nutrition-related  research 
involves  both  basic  and  clinical  science  in  areas  related  to  critical  care,  maternal  and  child  health, 
the  aging  process,  obesity,  and  study  related  to  many  diseases  including  diabetes,  heart  disease, 
colon,  breast,  and  other  forms  of  cancer,  osteoporosis,  AIDS,  frailty  among  the  elderly,  and  many 
others.  A  nutrition  research  investment  by  NIH  of  about  $400  million  in  fiscal  year  1995  does  not 
reflect  the  importance  of  nutrition-related  research  to  the  prevention,  management,  and  potential 
health  care  cost-containment  of  most  major  diet-related  diseases. 

The  larger  dollar  investments  in  fiscal  year  1993  for  nutrition-related  research  are  in  the 
National  Cancer  Institute  ($94  million),  the  National  Institute  of  Diabetes  and  Digestive  and 
Kidney  Diseases  ($72  million),  and  the  National  Heart,  Lung  and  Blood  Institute  ($67  million). 
However,  these  investments  are  but  4.8%,  5.6%  and  10.7%  of  the  National  Cancer  Institute, 
National  Heart,  Lung  and  Blood  Institute,  and  the  National  Institute  of  Diabetes  and  Digestive 
and  Kidney  Diseases  budgets.  The  National  Institute  on  Child  Health  and  Human  Development 
invests  $33  million  or  1%  of  its  budget  and  National  Institute  on  Aging  $18  million  or  4.7%  of  its 
budget.  While  these  investments  have  been  growing,  they  do  not  yet  reflect  the  strong  priority 
Director  Healy  and  the  Congress  have  placed  on  this  area. 

Importance  of  Nutrition  Research 

Recent  events  have  dramatically  symbolized  the  significance  of  nutrition  research.  Within 
a  short  time  period,  the  following  occurred: 

•  The  report  in  the  journal  Nature  and  the  popular  press  of  the  discovery  by  Dr.  Friedman 
and  colleagues  at  Rockefeller  University  in  New  York  of  the  identification  and  cloning  of 
a  gene  causing  severe  hereditary  obesity  in  mice  and  that  humans  have  a  similar  gene  ~  a 
major  breakthrough. 

•  The  issuance  of  a  major  report  by  the  Institute  of  Medicine  on  the  need  for  expanded 
research  on  nutrition  and  food  sciences. 

•  The  formation  by  Dr.  C.  Everett  Koop,  former  Surgeon  General,  of  Shape  Up  America,  a 
new  health  organization  whose  purpose  is  to  publicize  and  educate  about  the  significance 
of  diet,  nutrition,  and  exercise  in  disease  prevention. 

The  Surgeon  General's  Report  on  Health  in  the  Year  2000  issued  during  Dr.  Koop's 
tenure  and  the  Institute  of  Medicine  Report  "Opportunities  in  the  Nutrition  Sciences"  stress  the 
relationship  between  nutrition  and  disease. 

•  Obesity  affects  one-third  of  all  adults  in  the  United  States  and  accounts  for  a  significant 
proportion  of  diabetes,  high  blood  pressure,  and  coronary  heart  disease.  The  effective 
prevention  of  obesity  could  save  $50  billion  annually  in  health  care  costs. 


•  Approximately  25  million  Americans  have  high  blood  pressure.  Hypertension  increases 
the  risk  of  stroke,  coronary  heart  disease,  congestive  heart  failure,  and  peripheral  vascular 
disease.  Obesity  and  sodium  and  calcium  intake  all  contribute  to  the  prevalence  and 
severity  of  hypertension. 

•  Diabetes  affects  4%  of  the  population,  and  1 1%  of  individuals  over  age  70. 
Approximately  70%  of  those  suffering  from  Type  II  diabetes  (non-insulin  dependent 
diabetes  mellitus)  are  obese,  which  can  be  significantly  improved  by  diet. 
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•  Diet  may  rank  second  only  to  smoking  in  its  association  with  cancer.  Obesity,  dietary  fat, 
and  the  intake  of  fruits  and  vegetables  constitute  major  considerations  in  the  prevention 
and  treatment  of  cancer. 

•  Improved  nutrition  during  pregnancy  reduces  the  incidence  of  low  birth  weight  infants. 
Furthermore,  recent  data  suggest  that  adequate  folate  levels  during  the  early  phases  of 
development  substantially  reduce  the  risk  of  neural  tube  (spinal  cord)  defects  in  the  fetus. 

•  The  two  major  causes  of  blindness  among  the  elderly  are  macular  degeneration  and 
cataracts.  Thirty-five  percent  of  people  over  65  years  of  age  have  macular  degeneration 
and  45%  of  people  over  the  age  of  74  years  have  cataracts.  Dietary  factors  may  modify 
the  onset  of  progression  of  both  problems. 

•  For  4.5  million  patients  annually,  nutrition  support  techniques  --  tube  and  intravenous 
feeding  -  are  an  integral  part  of  their  in-hospital  care.  These  techniques  are  known  to 
improve  health  outcomes  and  shorten  length  of  stay. 

•  For  the  estimated  25,000  people  who  suffer  from  wholly  or  partially 
inoperable/nonfunctional  digestive  systems,  nutrition  support  techniques  are  used  to  save 
lives  and  improve  the  quality  of  life. 

Recent  Developments  and  Opportunities  in  Nutrition  Research 

•  Identification  and  cloning  of  obesity  gene 

•  Funding  during  1995  of  multi-Institute  Initiative  regarding  nutrient  modulation  of  cell 
integrity 

•  Findings  from  the  NICHD  research  on  dramatic  reduction  in  low  birth  weight  babies  from 
improved  nutritional  services 

•  National  Cancer  Institute  program  project  initiatives  regarding  nutrition  and  cancer 
prevention 

•  A  major  NHLBI  program  regarding  the  relationship  of  gene-nutrient  interactive  and 
congenital  heart  defects 

•  A  major  initiative  announced  by  NIA  regarding  malnutrition  and  frailty  in  older  people 
Most  of  these  initiatives  require  expanded  federal  funding  for  their  expansion. 

Priorities 

We  believe  that  there  are  major  opportunities  in  nutrition  research.  We  have  identified 
three  priority  areas  among  the  many  areas  of  nutrition  investment,  critical  care  and  nutrition, 
nutrition  and  the  aging  process,  and  obesity  research.  Let  me  discuss  each  of  these  areas. 

Nutrition  and  Critical  Care 

The  1992  National  Institutes  of  Health  amendments  called  for  a  focus  on  trauma  and 
critical  care  research  and  on  the  role  of  nutrition  regarding  critical  care.  An  NIH  Task  Force  was 
established  to  oversee  this  area  of  research  activity.  Feeding  critically  ill  patients  improves  their 
'health  by  reversing  starvation  and  by  supporting  the  metabolic  response  to  injury  and  infection. 
Recent  research  has  defined  an  important  role  for  certain  nutrients  which  limit  the  harmful  effects 
of  inflammation,  injury,  and  infection.  Because  these  nutrients  have  major  effects  on  the  body's 
natural  defense  mechanisms,  studying  their  role  in  diseases  such  as  AIDS,  cancer,  trauma,  sepsis 
and  inflammatory  bowel  disease  represent  important  strategies  to  bring  basic  research  findings  to 
clinical  relevance  and  reality.  We  would  urge  the  Subcommittee  to  place  an  emphasis  on  research 
related  to  the  role  of  nutrition  in  the  critical  care  area. 
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Aging  and  Nutrition 

In  1993,  the  Nutrition  Surveillance  Project  issued  a  paper  indicating  the  alarming  degree 
of  malnutrition  among  the  elderly.  Recently,  evidence  has  accumulated  as  to  the  critical  role  of 
nutrition  in  enhancing  recovery  for  frail,  elderly  patients  who  are  hospitalized  with  a  variety  of 
conditions  including  hip  fractures  and  stroke.  The  focus  of  research  in  this  area  should  be  on 
malnutrition  and  its  effects  on  the  frail  elderly  and  on  nutrition  interventions  with  hospitalized 
aged  patients  to  enhance  recovery. 

Obesity 

In  the  journal  Obesity  Research.  November  1994,  the  recommendations  of  the  National 
Task  Force  on  Prevention  and  Treatment  of  Obesity  were  issued.  The  Task  Force  published  data 
that  show  the  prevalence  of  obesity  having  increased  by  30%  in  adults  during  the  past  decade. 
Over  50  million  Americans  are  obese.  Over  50%  of  some  minorities  are  overweight.  The  Task 
Force  recommended,  and  we  endorse,  expanding  obesity  research  from  its  $34  million  base  in 
1995  to  $68  million  over  5  years  or  about  $7  million  a  year. 

Proposal 

First,  we  would  urge  the  Subcommittee  to  reaffirm  its  support  for  the  bionutrition 
initiative  identified  in  Director  Healy's  Strategic  Plan  and  the  House  Report  on  the  Appropriations 
bill  for  fiscal  year  1995.  Initiatives  should  be  indicated  for  many  Institutes  as  described  earlier  in 
the  testimony.  Second,  consistent  with  the  Institute  of  Medicine  report,  we  recommend  a 
$50  million  increase  in  the  bionutrition  research  area  which  relates  to  basic  and  clinical  research. 
Third,  we  think  special  focus  and  priority  should  be  given  to  nutrition  and  critical  care,  nutrition 
and  the  aging  process  and  obesity  research  including  a  $7  million  increase.  Finally,  the  House 
Committee  Report  accompanying  the  fiscal  year  1995  bill  urged  the  National  Institute  of  Diabetes 
and  Digestive  and  Kidney  Diseases  and  the  National  Cancer  Institute  to  focus  more  of  their 
resources  on  clinical  nutrition  research.  We  urge  the  Subcommittee  to  review  this  issue  and  assist 
us  in  assuring  that  fiscal  year  1995  and  fiscal  year  1996  resources  from  these  Institutes  focus 
heavily  on  clinical  care.  Good  clinical  research  need  not  only  be  in  large,  costly  trials.  It  can  be 
done  in  focused  program  project  grants  or  clinical  nutrition  research  units  or  centers.  We  are 
concerned  that  the  dual  focus,  stressed  by  Dr.  Varmus,  of  basic  science  and  large  epidemiologic 
studies  costing  millions  of  dollars  will  result  in  little  or  no  targeted  research  to  improve  clinical 
interventions  deriving  from  the  discoveries  of  basic  science. 


STATEMENT  OF  JOHN  P.  PERKINS,  PRESIDENT,  AMERICAN  SOCIETY 
FOR  PHARMACOLOGY  AND  EXPERIMENTAL  THERAPEUTICS 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

Thank  you  for  providing  us  an  opportunity  to  submit  testimony  to  your  Subcommittee.  I  am  Dr.  John  P. 
Perkins,  Professor  and  Dean  of  the  Graduate  School  at  the  University  of  Texas  Southwestern  Medical 
Center  in  Dallas.  I  am  also  President  of  the  American  Society  for  Pharmacology  and  Experimental 
Therapeutics  (ASPET). 

Pharmacology  is  the  branch  of  science  that  deals  with  the  effects  of  drugs  and  other  chemical  agents  on 
biological  systems.  ASPET  has  a  membership  of  more  than  4,300  scientists.  Our  members  teach  and 
conduct  basic  and  clinical  research  throughout  North  America.  Pharmacologists  work  in  schools  of 
medicine,  nursing,  dentistry,  pharmacy  and  animal  science;  in  private  and  government  research 
laboratories;  and,  in  a  wide  variety  of  pharmaceutical  and  biotechnology  industries.  Their  research  efforts 
are  crucial  to  the  development  of  new  drugs  to  fight  old  and  new  diseases  and  to  improve  human  and 
animal  health.  The  National  Institutes  of  Health's  extramural  grant  programs  fund  many  of  these  research 
efforts. 
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The  National  Institutes  of  Health  (NIH)  is  the  principal  biomedical  research  agency  of  the  federal 
government.  NIH  funded  research  advances  our  scientific  knowledge  and  applies  that  knowledge  to 
improve  health,  extend  lives,  and  reduce  the  physical  and  economic  burdens  resulting  from  disease  and 
disability. 

The  past  generous  support  of  Congress  and  the  American  taxpayer  has  allowed  NIH  to  achieve  an 
impressive  record  of  success  and  has  helped  establish  the  United  States  as  a  world  leader  in  biomedical 
research.  This  was  never  more  evident  than  this  past  October  with  the  announcement  of  the  1 994  Nobel 
Prize  in  Medicine.  Dr.  Alfred  Goodman  Gilman,  an  ASPET  member,  and  Martin  Rodbell,  Ph.D.  were 
awarded  the  prize  for  their  discovery  of  G-proteins  and  the  role  of  the  proteins  in  signal  transduction  in 
cells.  Dr.  Gilman  has  received  strong  support  from  the  National  Institutes  of  Health  since  1962.  He 
originally  received  NIH  predoctoral  training  support  for  his  M.D.-Ph.D.  studies.  Since  1972  he  has 
received  more  than  $6  million  in  research  grant  funding  from  NIH.  Dr.  Rodbell  was  honored  for  research 
performed  as  head  of  the  laboratory  of  signal  transduction  at  the  National  Institute  for  Environmental 
Health  Sciences. 

As  proud  as  we  are  of  our  past  and  on-going  achievements,  America's  biomedical  leadership  position  is  in 
jeopardy  as  funding  limitations  slow  progress  in  many  critical  areas  of  research.  A  renewed  national 
commitment  to  invest  in  biomedical  research  for  the  long-term  benefit  of  society  is  essential. 

We  have  reviewed  the  President's  fiscal  year  1 996  recommendations  for  NIH.  Although  we  are  pleased 
that  the  President  has  recognized  the  importance  of  NIH,  we  feel  that  a  higher  appropriation  level  for  NIH  is 
justified.  The  President's  proposed  4.1  percent  increase  for  NIH  is  still  below  the  projected  fiscal  year 
1996  biomedical  inflation  rate  of  4.3  percent.  We  urge  you  to  build  on  the  President's  proposal. 

ASPET  is  a  constituent  Society  of  the  Federation  of  American  Societies  for  Experimental  Biology 
(FASEB).  Leaders  of  our  Society  participated  in  a  consensus  conference  on  biomedical  research  funding 
held  last  October.  The  Society  also  is  a  member  of  the  Ad  Hoc  Group  for  Medical  Research  Funding. 
ASPET  endorses  both  FASEB's  and  the  Ad  Hoc  Group's  recommendations  for  NIH  in  fiscal  year  1996. 
FASEB  is  recommending  an  increase  of  10  percent  over  the  fiscal  year  1995  level.  The  Ad  Hoc  Group  is 
urging  the  adoption  of  the  NIH  professional  judgment  budget. 

We  recognize  that  increases  of  this  magnitude  may  be  a  political  impossibility  in  the  current  fiscal  climate. 
However,  it  is  important  for  legislators  and  the  American  people  to  understand  that  real  scientific  progress 
cannot  be  made  without  such  increases.  Steady  annual  increases  of  10  percent  or  more  cannot 
guarantee  cures,  but  a  stagnant  NIH  research  budget  guarantees  that  progress  will  come  more  slowly  (if 
ever)  and  that  thousands  of  your  constituents  will  suffer  the  consequences  of  disease  and  disability 
longer  than  needed. 

Throughout  the  Subcommittee's  deliberations,  we  urge  you  to  continue  to  hold  investigator-initiated 
research  paramount.  Fundamental,  non-targeted,  biomedical  research  is  the  engine  that  propels  us  to  an 
understanding  of  the  cause(s)  of  disease  and  provides  the  insights  that  allow  development  of  procedures 
for  the  treatment  and  prevention  of  disease.  This  research  is  carried  out  by  individual  investigators  or  small 
groups  of  researchers  who  have  a  creative  idea  and  obtain  peer  approval  to  pursue  it.  Because  of  its 
fundamental  character,  this  kind  of  research  has  produced  the  landmark  discoveries  that  provide  the  basic 
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understanding  that  can  be  built  upon  in  larger  scale,  targeted  research,  biotechnology  development  and 
cBnfcal  application. 

A  number  of  proposals  may  be  presented  to  the  Subcommittee  aimed  at  reducing  indirect  cost 
expenditures.  We  urge  you  to  reject  any  proposals  that  fail  to  recognize  that  indirect  costs  are  real  costs  of 
doing  research.  Coming  on  the  heels  of  recently  proposed  changes  in  federal  reimbursement  policy 
which  are  already  reducing  indirect  cost  recovery,  any  additional  cuts  will  have  a  negative  impact  on 
important  research  being  conducted  at  institutions  already  under  financial  strain. 

Mr.  Chairman,  the  American  Society  for  Pharmacology  and  Experimental  Therapeutics  greatly  appreciates 
your  strong  support  of  biomedical  research  and  the  National  Institutes  of  Health.  We  strongly  believe  that 
medical  research  is  at  the  threshold  of  major  discoveries  that  could  affect  the  lives  of  millions  of  Americans 
through  improved  health  and  longer,  more  productive,  better  quality  lives,  and  save  billions  of  dollars 
through  reduced  medical  care  expenditures  and  increased  productivity.  These  advances  will  occur  only  if 
we  invest  effectively  in  the  future  through  better  funding  of  basic  research.  We  strongly  urge  you  to 
provide  NIH  with  the  financial  resources  necessary  to  make  the  progress  we  all  desire. 

STATEMENT  OF  THE  AMERICAN  SOCIETY  OF  NEPHROLOGY 

The  American  Society  of  Nephrology  is  pleased  to  present  public  witness  testimony  in 
support  of  the  National  Institutes  of  Health  (NIH)  and  specifically  the  National  Institute  of 
Diabetes,  Digestive,  and  Kidney  Diseases  (NIDDK).  ASN  is  a  professional  society  of  more  than 
5,500  researchers  and  practitioners  who  are  committed  to  the  treatment,  cure,  and  prevention 
of  kidney  diseases.  We  would  like  to  discuss  the  incidence  and  impact  of  renal  diseases,  the 
results  of  recent  nephrology  research  and  several  areas  of  opportunity. 

Kidney  diseases  have  a  tremendous  impact  on  this  country  in  morbidity,  mortality,  and 
costs.  Every  year,  approximately  45,000  Americans  develop  chronic  kidney  failure,  known  as 
end  stage  renal  disease  (ESRD).  ESRD  is  irreversible  and  patients  must  undergo  a  transplant 
or  be  maintained  on  dialysis  to  remain  alive. 

Incidence 

In  1991,  more  than  230,000  people  were  treated  for  ESRD,  including  215,000  people 
under  the  Medicare  program.  The  number  of  ESRD  patients  doubled  between  1984  and  1991, 
up  to  one  patient  per  1,387  U.S.  residents.  According  to  the  latest  estimate  from  the  United 
States  Renal  Data  System  (USRDS),  the  number  of  ESRD  patients  could  double  again  in  the 
next  seven  years.  The  incidence  of  ESRD  continues  to  rise  at  the  rate  of  approximately  8%  each 
year.  The  1991  U.S.  ESRD  incidence  rate  of  198  ESRD  patients  per  million  residents  was  the 
highest  in  the  world.  Further,  the  number  of  new  enrollees  exceeds  the  number  of  deaths  by 
an  increasing  amount-the  difference  between  new  enrollees  and  patient  deaths  increased  from 
10,000  in  1982  to  17,000  in  1991. 

Economic  Costs 

On  a  per-patient  basis.  ESRD  is  the  most  expensive  kidney  or  urologic  disease.  More 
than  92%  of  ESRD  dialysis  patients  and  90%  of  kidney  transplant  recipients  were  eligible  for 
the  Medicare  ESRD  program  in  1991.  This  was  made  possible  through  the  1972  Amendments 
to  the  Social  Security  Act,  in  which  Congress  expanded  Medicare  coverage  to  most  ESRD 
patients.  The  ESRD  population  is  also  a  growing  portion  of  all  Medicare  beneficiaries. 
Between  1976  and  1991,  the  ESRD  portion  of  the  Medicare  population  increased  from  0.1%  to 
0.5 %~a  five-fold  increase. 
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The  total  direct  cost  of  ESRD  in  1991  was  $8.6  billion.  Of  this  amount,  the  federal 
government  paid  $6.15  billion,  or  72%.  Medicare  payments  for  ESRD  are  growing 
approximately  5%  annually  in  constant  dollars.  Virtually  all  of  the  increase  is  for  increased 
patient  population;  reimbursement  rates  per  dialysis  treatment  paid  to  providers  has  declined 
when  adjusted  for  inflation. 

ESRD  patients  are  also  more  likely  to  be  hospitalized.  In  1986,  Medicare  recipients  aged 
65  or  above  were  hospitalized  an  average  2.8  days  per  year.  Dialysis  patients  in  this  age  bracket 
were  hospitalized  an  average  17.9  days  per  year  (during  the  1989-91  period). 

Indirect  economic  costs  are  also  significant.  For  example,  dialysis  patients  frequently 
have  reduced  employment  in  the  year  prior  to  the  start  of  dialysis,  which  continues  ever  after. 


Characteristics  of  ESRD  Population 

Thirty-one  percent  of  ESRD  patients  in  1991  were  age  65  or  older  at  the  onset  of  dialysis 
and  this  age  group  has  the  highest  prevalence  rate  per  million  population,  although  those  between 
the  ages  of  45-64  represent  the  largest  percent  of  the  total  ESRD  population  (37%).  ESRD  is 
four  times  more  common  among  those  age  65-74  than  those  age  20-44.  Further,  the  prevalence 
rates  for  those  age  65  and  older  have  increased  at  a  greater  than  average  rate  than  the  population 
as  a  whole.  Thus,  the  portion  of  patients  age  65  and  above  at  the  onset  of  ESRD  will  likely 
continue  to  grow  in  the  years  ahead. 

Minorities  are  also  more  likely  to  suffer  from  ESRD.  Although  African-Americans 
comprise  less  than  13%  of  the  U.S.  population,  they  account  for  31%  of  the  ESRD  population. 
Further,  they  are  four  times  as  likely  as  whites  to  develop  chronic  renal  failure  and  they  are 
younger  at  the  onset  of  treatment  than  whites. 

Chronic  kidney  failure  can  be  caused  by  a  number  of  primary  factors.  In  26%  of  the 
patients,  the  primary  cause  of  ESRD  is  diabetes,  while  hypertension  is  cited  in  24%  of  all  cases 
and  glomerulonephritis,  an  immunological  disease,  is  responsible  for  20%  of  the  cases.  Thus, 
these  three  diagnoses  are  responsible  for  7  out  of  10  cases  of  ESRD.  However,  different  factors 
are  more  prominent  in  different  populations.  For  example,  African- Americans  have  a 
predominance  of  hypertension  as  their  primary  cause,  while  diabetes  is  the  most  common  cause 
of  ESRD  among  Native  Americans.  Diabetes  is  one  of  the  few  primary  causes  with  a 
predominance  of  women. 


What  Does  It  Mean  to  Have  ESRD? 

Medical  research,  made  possible  largely  through  Congressional  support,  has  given  the 
men,  women, "and  children  who  suffer  from  chronic  renal  failure  hope.  Thirty-five  years  ago, 
ESRD  patients  died.  Dialysis  technology  was  in  its  infancy,  available  only  for  patients  with 
acute  rather  than  total  renal  failure.  Kidney  transplantations  were  only  a  dream. 

Since  then,  millions  of  Americans  have  benefitted  from  dialysis  or  kidney  transplants. 
However,  while  treatment  often  prolongs  life.  ESRD  remains  a  serious  medical  condition.  There 
is  a  misconception  that  the  dialysis  patient  is  able  to  live  a  full,  active  life.  Sadly,  that  is  not 
the  case.  Dialysis  does  not  simply  mean  being  hooked  up  to  a  machine  three  hours  a  day  three 
times  a  week.  Dialysis  patients  suffer  common  bouts  of  anemia,  nausea,  fatigue,  low  blood 
pressure,  chills,  and  itching  (due  to  impurities  in  the  blood).  The  body  has  difficulty  adjusting 
to  the  frequent  changes  in  toxicity  levels,  as  toxins  are  removed  and  then  build  back  up  prior 
to  the  next  dialysis.  Many  patients  suffer  depression,  due  to  feelings  of  dependency, 
vulnerability,  and  illness. 

The  mortality  rate  for  ESRD  patients  is  very  high.  Approximately  50%  of  dialysis 
patients  die  within  three  years  after  they  begin  treatment.  The  life  expectancy  of  ESRD  patients 
aged  49  is  less  than  7  years,  an  expected  loss  of  23  years  of  life. 
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Opportunities  and  Breakthroughs 

Current  nephrology  research  is  yielding  promising  results.  For  example,  the 
identification  of  a  gene  tor  autosomal  dominant  polycystic  kidney  disease  (PKD)  occurred  in 
1994,  culminating  an  effort  which  was  started  by  Nl DDK-supported  research  in  1985.  The 
identification  of  this  gene  is  a  tremendous  breakthrough,  because  it  will  allow  us  to  understand 
how  the  genetic  defect  causes  renal  damage  and  will  provide  new  approaches  towards  a  cure  or 
treatments.  However,  identification  of  the  gene  is  only  a  beginning  and  much  additional 
research  is  required.  For  example,  past  research  indicates  that  the  progression  of  PKD  is 
determined  by  many  biochemical  factors.  Research  on  these  factors  is  critical  to  preventing 
PKD  from  progressing  to  ESRD. 

Another  major  finding  in  the  past  year  was  the  identification  and  cloning  of  the  gene  for 
a  sodium  channel  in  the  kidney,  and  the  discovery  that  mutations  in  this  channel  are  the  cause 
of  one  form  of  familial  hypertension.  It  is  thought  that  the  same  molecule  may  also  be  involved 
in  a  large  proportion  of  patients  with  non-familial  hypertension  who  are  particularly  sensitive 
to  sodium.  This  may  provide  researchers  with  insights  into  the  causes  and  treatment  of 
hypertension-related  kidney  disease  and  is  of  particular  importance  to  African-Americans,  who 
appear  to  be  more  susceptible  to  sodium-sensitive  hypertension. 

A  five  year  clinical  trial  in  patients  with  insulin-dependent  diabetes  indicated  that  the  drug 
Captoprii,  which  lowers  pressure  in  the  kidney,  significantly  slowed  the  progression  of  kidney 
disease  in  these  patients  and  reduced  the  risk  of  death  after  three  years  from  ESRD  by  50%. 
Last  year,  the  Food  and  Drug  Administration  approved  Captoprii  for  the  treatment  of  insulin- 
dependent  diabetics  with  kidney  disease.  The  estimated  cost  saving  using  this  treatment  is  $2.6 
billion  over  a  10-year  period. 

Medical  Research  Fund 

ASN  also  supports  the  concept  of  the  establishment  of  a  Fund  for  Medical  Research, 
which  was  included  in  the  major  health  care  reform  proposals  last  year.  ASN  was  an  original 
endorser  of  this  concept.  We  recognize  that  the  federal  budget  environment  for  the  foreseeable 
future  makes  it  unlikely  that  Congress  will  be  able  to  provide  the  funding  increases  for  NIH  that 
are  necessary  to  capitalize  on  the  promising  opportunities  that  exist  in  medical  research.  The 
answer,  therefore,  is  to  establish  an  alternative  funding  source.  We  urge  the  Members  of  the 
Committee  to  support  this  proposal  if  it  is  reintroduced  this  year,  as  expected. 


Request  for  1996 

The  economic  and  human  costs  of  kidney  disease  are  tremendous.  With  a  growing  ESRD 
population,  these  costs  will  continue  to  increase.  However,  successes  in  transplantation,  drug 
development,  genetic  research,  nutrition  monitoring,  and  other  areas  gives  us  hope. 

Unfortunately,  as  this  Committee  knows  all  too  well,  a  vast  number  of  promising 
research  opportunities  remain  unfunded.  Research  Project  Grants  (RPGs),  and  particularly 
ROls,  are  the  lifeblood  of  our  research  opportunities.  Yet  NIH  and  NIDDK  are  funding  a  lower 
percentage  of  applications  today  than  several  years  ago  due  to  funding  constraints.  NIDDK  was 
able  to  fund  only  25%  of  RPG  applications  in  1994,  compared  to  33%  in  1992.  Opportunities 
for  new,  unsolicited  ROl  applications  are  even  more  dismal-the  ROl  success  rate  for  1994  for 
NIDDK  was  below  17%.  The  President  has  requested  $748.8  million,  a  3%  increase  over  the 
1995  appropriation,  for  NIDDK.  The  American  Society  of  Nephrology  requests  that  Congress 
provide  a  10%  increase  for  NIDDK  in  1996,  and  that  ROl  funding  be  a  priority  for  additional 
resources.  A  10%  increase  would,  according  to  NIDDK  projections,  assure  continuation  of  a 
success  rate  of  25%  for  competing  grant  applications  in  1996.  We  know  that  this  Committee 
will  be  faced  with  many  constraints  due  to  the  drive  for  deficit  reduction;  however,  ASN 
believes  that  kidney  research  is  an  investment. 

ASN  is  appreciative  of  the  additional  support  this  Committee  provided  to  NIDDK  in 
1995.  We  are  optimistic  that  you  will  be  able  to  make  NIDDK  a  priority  once  again.  Thank 
you  for  your  consideration  of  our  concerns  and  of  the  needs  of  the  nephrology  patient. 
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STATEMENT  OF  THOMAS  GONWA,  M.D.,  ON  BEHALF  OF  THE  AMERICAN 
SOCIETY  OF  TRANSPLANT  PHYSICIANS 

Thank  you  for  the  invitation  to  appear  here.  I  am  Thomas  A.  Gonwa,  M.D.,  President 
of  the  American  Society  of  Transplant  Physicians.  I  am  the  Director  of  Clinical  Research  and 
the  Associate  Director  of  Transplantation  Services,  Baylor  University  Medical  Center,  Dallas, 
Texas.  I  received  my  M.D.  degree  at  the  University  of  Illinois. 

Over  the  last  20  years,  transplantation  of  solid  organs  has  moved  from  experimental  to 
accepted  therapy.  In  1975,  a  person  receiving  a  renal  transplant  had  a  50%  chance  of  success 
at  one  year  and  a  20%  chance  of  dying.  In  1995,  the  same  patient  has  an  85-90%  chance  of 
success  and  a  5%  chance  of  dying.  Liver  and  heart  transplants  were  clinically  insignificant  in 
1975.  In  1995,  between  400  and  500  patients  a  month  receive  liver  and  heart  transplants  and 
the  one  year  success  rate  for  both  is  80-85%.  The  growth  of  transplantation  can  be  seen  by 
examining  data  from  the  United  Network  for  Organ  Sharing  (UNOS)  Scientific  Registry  Annual 
Report.  The  total  transplants  performed  in  the  U.S.  has  grown  from  12,788  in  1988  to  18,168 
in  1993;  a  42%  increase.  Unfortunately,  the  number  of  patients  on  lists  waiting  for 
transplantation  has  grown  considerably  from  16,026  in  1988  to  33,352  in  1993;  a  108%  increase. 
With  the  growing  demand  for  transplant,  there  has  sadly  been  an  increase  in  patients  dying  while 
waiting  for  a  transplant.  During  1993,  2,889  patients  died  while  awaiting  transplant,  nearly  8 
patients  a  day. 

As  a  clinician  and  a  transplant  physician,  I  am  reminded  daily  of  the  great  strides  which 
have  been  made.  Transplantation  is  a  unique  field  in  which  the  basic  scientist  and  the  clinician 
exist  in  symbiosis.  The  basic  scientist  has  made  tremendous  progress  over  the  last  20  years  in 
understanding  the  immune  system.  Much  of  this  progress  has  been  driven  by  the  clinical  reality 
of  transplantation.  Conversely,  the  clinician  has  benefitted  greatly  from  the  work  of  the  basic 
scientist  and  the  knowledge  gained  has  spilled  over  into  all  areas  of  clinical  medicine,  not  just 
transplantation.  Examples  include  research  in  AIDS,  cancer,  immunologic  disease,  and  many 
others.  Most  of  this  work  was  funded  by  the  National  Institutes  of  Health  (NIH)  and  must 
continue. 

The  costs  of  transplant  are  large,  but  the  rewards  are  great.  No  one  who  has  shepherded 
a  young  woman  through  renal  disease,  dialysis,  transplant,  marriage,  and  finally  child  birth 
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would  think  twice  of  the  importance  of  this  therapy.  Thirty  years  ago,  that  same  patient  would 
have  died  for  lack  of  therapy.  Regardless,  we  must  consider  costs.  The  End  Stage  Renal 
Disease  program  in  the  United  States  has  grown  dramatically.  According  to  the  1994  annual 
data  report  of  the  U.S.  Renal  Data  System,  there  were  186,261  patients  being  treated  for  ESRD 
and  paid  by  Medicare  at  the  end  of  1991.  There  has  been  a  steady  growth  rate  in  ESRD  patients 
of  8-10%  per  year.  Of  these,  27-30%  were  transplant  patients.  Total  costs  both  public  and 
private  in  1991  was  estimated  to  be  more  than  $8.5  billion.  Studies  have  demonstrated  that 
transplantation  is  the  most  effective  and  economical  long  term  therapy  for  patients  with  ESRD. 
Optimizing  the  total  number  of  transplants  and  long  term  function  of  transplants  would  reduce 
ESRD  costs.  Similar  savings  would  be  obtained  from  optimizing  heart  and  liver  transplants. 

Mr.  Chairman,  there  are  many  barriers,  however,  which  prevent  an  increase  in 
transplants:     1.  Organ  availability 

2.  Graft  loss  due  to  chronic  rejection 

3.  Graft  loss  due  to  acute  rejection. 

The  research  priorities  which  we  present  touch  on  all  three  of  these  areas.  First,  I  must  state 
that  the  American  Society  of  Transplant  Physicians  (ASTP)  favors  Request  For  Proposals  (RFP) 
on  specific  topics  to  maximize  impact  on  transplant  related  research.  This  funding  mechanism 
has  been  utilized  successfully  by  the  National  Institute  for  Allergy  and  Infectious  Diseases.  We 
also  believe  investigator  initiated  research  (ROI's)  is  a  good  avenue,  but  given  limited  resources, 
topic  driven  research  may  provide  a  bigger  payoff.  The  A.S.T.P.  would  suggest  the  following 
priorities  need  to  be  addressed  to  impact  the  above  restraining  forces  on  transplantation. 

#1.      CHRONIC  REJECTION' 

The  leading  cause  of  renal  transplant  loss  is  chronic  rejection.  Although  progress  has 
been  made  in  preventing  acute  graft  loss  in  the  first  year  after  transplant,  chronic  rejection 

1  Chronic  rejection  is  defined  as  an  indolent  slowly  progressive  loss  of  kidney  transplant  function. 
It  occurs  at  any  time  post-transplant,  but  most  commonly  shows  up  at  more  than  six  months  post- 
transplant.  It  is  characterized  in  a  biopsy  of  the  transplant  by  obliteration  of  the  blood  vessels  and 
gradual  fibrosis  of  the  kidney.  In  heart  transplant,  the  manifestation  of  chronic  rejection  is  hardening 
of  the  heart  arteries  called  graft  atherosclerosis.  In  liver  transplants,  chronic  rejection  is  manifested  by 
obliteration  of  the  small  bile  ducts  within  the  liver  and  gradual  destruction  of  the  liver  transplant. 


524 


persists.  The  rate  of  loss  after  the  first  year  has  remained  constant  over  the  last  10  years.  The 
number  one  diagnosis  of  patients  entering  the  renal  transplant  list  is  loss  of  transplant  from 
chronic  rejection.  A  similar  situation  exists  in  heart  transplantation.  Little  is  known  of  the  cause 
of  chronic  rejection,  thus  studies  on  this  topic  remain  our  highest  priority.  A  recently  released 
study  by  the  National  Institutes  of  Health  sets  out  the  research  agenda  to  deal  with  chronic 
rejection  of  kidneys.  I  submit  this  important  work  by  "NIH  National  Kidney  and  Urologic 
Advisory  Board  Transplantation  Task  Force"  for  you  r  consideration.  Studies  on  chronic 
rejection  of  heart  transplants  are  also  needed. 


#2.  XENOTRANSPLANTATION 

Xenotransplantation  refers  to  the  use  of  organs  from  other  species  such  as  baboons  or  pigs 

for  human  transplantation.  This  process  is  particularly  difficult  as  crossing  species  leads  to 
violent  rejection  and  destruction  of  grafts,  however  over  the  last  few  years,  great  progress  has 
been  made  in  understanding  this  process.  The  scientific  community  is  now  on  the  brink  of 
unraveling  this  problem  and  making  xenotransplantation  a  reality.  This  would  greatly  increase 
the  organ  supply  and  make  transplant  more  readily  available  to  the  large  numbers  of  citizens  on 
waiting  lists.  However,  much  work  remains  to  be  done.  Not  only  must  rejection  be  overcome, 
but  better  information  on  possible  diseases  which  could  be  transmitted  from  animals  to  humans 
(zoonoses)  must  be  obtained.  A  continuation  of  basic  research  on  both  these  topics  must  be 
supported. 

#3.  ACUTE  REJECTION2 

Despite  recent  advances,  acute  rejection  remains  a  major  problem.    Not  only  is  it 
common  in  all  transplants,  but  it  leads  to  increased  illness  and  cost.    Furthermore,  in  renal 


2  Acute  transplant  rejection  is  defined  as  functional  and  structural  deterioration  of  the  kidney 
transplant.  This  is  due  to  the  recipient's  immune  response  to  the  donor.  It  does  not  include  non- 
immunological  causes  of  transplant  dysfunction  such  as  injury,  shock,  bleeding,  and  technical  problems. 
The  clinical  expression  of  rejection  may  include  graft  enlargement,  tenderness,  fever,  retention  of 
sodium  and  water,  decreased  urine  output,  high  blood  pressure,  and  worsening  function.  The  most 
common  cause  of  kidney  transplant  dysfunction  in  the  post-transplant  time  period  is  acute  rejection. 
The  highest  incidence  is  in  the  first  three  months  following  transplant,  but  it  can  occur  at  any  time  post- 
transplant  particularly  if  patients  discontinue  their  transplant  drugs.  It  occurs  in  approximately  30-50% 
of  cadaveric  transplants  and  10-15%  of  living  related  transplants.  It  can  lead  to  graft  loss,  and  is 
expensive  to  treat  along  with  the  associated  illness  if  it  precipitates,  the  ultimate  diagnosis  is  made  on 
biopsy  of  the  transplant  itself.  Acute  rejection  in  heart  transplant  can  lead  to  dysfunction  of  the  heart 
itself  with  death.  It  is  characterized,  again,  by  a  functional  and  anatomical  disruption  of  cardiac 
function.  In  liver  transplant,  acute  graft  rejection  is  manifested  by  an  infiltration  of  cells  into  the  bile 
ducts  of  the  transplant  itself  leading  to  marked  jaundice  and  disruption  of  graft  function.  Both  in  cardiac 
and  liver  transplantation,  acute  rejection  can  be  fatal  due  to  the  life  saving  nature  of  these  grafts. 
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transplantation  it  is  the  most  powerful  risk  factor  for  the  development  of  chronic  rejection. 
Further  research  is  needed  on  the  cause  of  acute  rejection,  cellular  mechanisms,  drug  therapy 
for  prevention,  prediction  and  treatment.  All  of  these  are  complex  issues  which  can  only  be 
solved  with  basic  research. 

These  three  areas  (organ  availability,  graft  loss  due  to  chronic  rejection,  and  graft  loss 
due  to  acute  rejection)  are  our  top  priority  for  transplant  related  research.  Three  other  areas 
however,  deserve  special  comment  as  deserving  support  also.  These  are  more  "cutting  edge" 
and  have  great  potential  for  future  benefit. 

A.  Graft  Immunogenicitv 

How  does  the  transplant  provoke  an  immune  response?  Can  it  be  altered  or  genetically 
engineered  to  prevent  this?  These  are  "cutting  edge"  questions  in  demand  of  specific 
research  support.  A  reduction  of  immunogenicity  (the  ability  to  provoke  response)  would 
lead  to  reduction  in  the  use  of  drugs  and  all  of  their  associated  side  effects. 

B.  Tolerogenic  Regimens 

The  "Holy  Grail"  of  transplantation  is  the  ability  to  achieve  acceptance  of  the  transplant 
without  drug  therapy  (Tolerance).  Further  research  and  clinical  trials  in  this  area  are 
greatly  needed  and  would  potentially  provide  great  benefits  and  cost  savings. 

C.  New  Biological  Reagents 

Development  of  new  drugs  which  directly  target  activated  cells  and  specific  receptors  are 
possible.  Recent  advances  in  molecular  biology  and  immunology  can  be  exploited  to 
create  novel  biotherapeutic  agents  which  could  revolutionize  transplantation.  The 
opportunity  awaits  funding  support. 

STATEMENT  OF  THE  AMERICAN  SOCIETY  OF  TROPICAL  MEDICINE  AND 

HYGIENE 

The  American  Society  of  Tropical  Medicine  and  Hygiene  (ASTMH^s  pleased  to  submit 
public  witness  testimony  in  support  of  appropriations  for  the  Public  Health  Service.  ASTMH 
is  a  professional  society  of  nearly  3,000  researchers  and  practitioners  dedicated  to  the 
prevention,  detection,  and  treatment  of  tropical  infectious  diseases.  The  collective  expertise  of 
our  members  is  in  areas  of  basic  sciences  related  to  the  infections  that  are  important  worldwide, 
and  in  public  health,  epidemiology,  and  medicine. 
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We  request  your  support  for  programs  sponsored  by  the  National  Institutes  of  Health, 
specifically  the  National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  and  the  Fogarty 
International  Center  (FIC).  and  the  Centers  for  Disease  Control  and  Prevention  (CDC). 
ASTMH  is  very  appreciative  of  the  past  support  this  Committee  has  provided  to  these  Public 
Health  Service  agencies. 


What  are  Tropical  Infectious  Diseases? 

Tropical  infectious  diseases  are  major  public  health  problems  and  pose  a  serious 
impediment  to  social  and  economic  progress  in  the  lesser  developed  countries  of  the  tropics, 
where  the  widespread  conditions  of  poverty,  inadequate  housing,  malnutrition,  contaminated  or 
inadequate  water  supply,  and  other  factors  only  help  to  exacerbate  and  perpetuate  the  spread  of 
disease.  Infectious  diseases  are  the  major  cause  of  death  in  the  world.  The  World  Health 
Organization  estimates  that  the  six  "classical"  tropical  diseases-malaria,  schistosomiasis, 
onchocerciasis  (river  blindness),  leishmaniasis,  Chagas  Disease,  and  leprosy-alone  affect  500 
million  persons,  or  approximately  two  out  of  10  of  the  2.5  billion  individuals  at  risk,  annually. 
Malaria  alone  affects  up  to  300  million  persons  annually,  and  accounts  for  1-2  million  deaths 
each  year  among  children  in  Africa  under  age  5.  These  figures  do  not  include  the  extremely 
high  morbidity  and  mortality  attributable  to  tuberculosis,  acute  respiratory  infections,  dengue 
fever,  yellow  fever,  cholera,  diarrheal  diseases,  measles,  and  a  host  of  other  infectious  ailments 
which  plague  the  developing  world.  Tropical  infectious  diseases  are  responsible  for 
approximately  one-half  of  all  deaths  in  the  tropical  areas  of  the  world. 

In  a  deceptively  quiet  manner  but  with  perceptibility  increasing  incidence,  infectious 
diseases,  including  tropical  infectious  diseases,  are  appearing  or  reappearing  in  the  United  States. 
Most  Americans  probably  consider  these  diseases  either  as  plagues  of  the  past  or  as  maladies 
solely  of  the  tropical  nations.  Nothing  could  be  further  from  the  truth. 

Over  the  past  two  decades,  the  U.S.  has  witnessed  newly  identified  syndromes  and 
illnesses,  including  human  immunodeficiency  virus  (HIV)  and  acquired  immunodeficiency 
syndrome  (AIDS);  Lyme  disease.  Legionnaires'  disease;  and  hantavirus  pulmonary  syndrome. 
We  have  also  experienced  the  reemergence  of  established  diseases,  such  as  tuberculosis;  cholera; 
cryptosporidiosis,  which  caused  approximately  50  deaths  and  required  the  more  than  4,400 
hospitalizations  in  Milwaukee  in  1993;  and  E.coli  0157.H7,  which  caused  more  than  600 
infections  in  four  western  states  in  1993  and  caused  the  deaths  of  several  children.  Further, 
U.S.  troops  serving  in  the  Arab  Gulf  War  and  more  recently  in  Haiti  have  contracted  diseases 
heretofore  not  common  to  the  U.S..  including  leishmaniasis  and  dengue  fever. 

There  is  no  single,  easy  answer  to  explain  the  emergence  and  reemergence  of  infectious 
diseases  in  the  U.S.,  but  certainly  the  decline  of  our  public  health  infrastructure  and  increased 
exposure  of  Americans  through  international  tourism  and  commerce,  immigration,  and  military 
activities  are  factors.  "Emergence"  may  be  due  to  the  introduction  of  well-identified  tropical 
diseases,  such  as  cholera,  imported  with  contaminated  fruits  and  vegetables  from  Latin  America; 
to  the  evolution  of  new  agents,  such  as  multidrug-resistant  tuberculosis;  to  the  recognition  of  an 
infection  that  may  have  been  present  but  that  had  gone  undetected,  which  public  health  officials 
believe  to  be  the  case  with  the  hantavirus  outbreak  which  was  first  identified  in  the  American 
Southwest  but  which  has  since  been  identified  in  other  regions  of , the  country;  or  to  the 
realization  that  an  established  disease  has  infectious  origin. 

The  number  of  cases  of  tuberculosis  in  the  U.S.  has  dramatically  increased  20%  between 
1985  and  1992,  and  many  of  the  new  cases  were  multidrug-resistant.  In  1992,  103  cases  of 
cholera  were  reported  in  the  U.S.,  more  than  any  year  since  CDC  began  reporting  cholera  in 
1961  (only  one  case  was  reported  in  1989).  Approximately  1,200  cases  of  malaria  have  been 
reported  in  the  U.S.  annually  during  the  1990's.  The  medical  cost  of  treating  malaria  in  the 
U.S.  is  approximately  $12,400  per  patient. 

What  Are  we  Doing  to  Combat  Infectious  Diseases? 

Despite  the  prevalence  and  costs  of  infectious  diseases  (they  account  for  25%  of  all  visits 
to  physicians  and  cost  an  estimated  SI20  billion  annually  in  direct  and  indirect  costs),  our 
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response  to  present  diseases  and  our  preparedness  for  future  emerging  or  reemerging  infections 
are  woefully  inadequate. 

In  1991,  the  Institute  of  Medicine  (IOM)  convened  a  19-member  committee  to  conduct 
a  study  of  emerging  microbial  threats  to  health  in  the  U.S.  Committee  expertise  included 
representatives  from  numerous  fields  of  interest,  including  epidemiology,  virology,  immunology, 
food  safety  microbiology,  public  health,  molecular  biology,  cell  biology,  parasitology,  and 
infectious  diseases,  among  others.  The  Committee's  charge  was  to  identify  significant  emerging 
infectious  diseases,  determine  what  should  be  done  to  deal  with  them,  and  recommend  how 
similar  future  threats  might  be  addressed  to  lessen  their  impact.  The  IOM  Committee  reported 
that  the  key  to  recognizing  new  or  reemerging  infectious  diseases,  and  to  tracking  the  prevalence 
of  established,  recognized  infectious  diseases,  is  surveillance.  The  Committee  found  that: 

"A  well-designed  and  well-implemented  surveillance  program  can  provide  the 
means  to  detect  unusual  clusters  of  disease,  document  the  geographic  and 
demographic  spread  of  an  outbreak,  and  estimate  the  magnitude  of  the  problem. 
It  can  also  help  describe  the  natural  history  of  a  disease,  identify  factors 
responsible  for  emergence,  facilitate  laboratory  and  epidemiological  research,  and 
access  the  success  of  specific  intervention  efforts." 

Unfortunately,  our  public  health  infrastructure  is  insufficiently  prepared  to  confront 
today's  emerging  infectious  disease  problems.  As  the  CDC  stated  in  its  response  to  the  IOM 
committee's  recommendations,  "Addressing  Emerging  Infectious  Disease  Threats:  A  Prevention 
Strategy  for  the  United  States, 

"The  ability  to  detect  what  is  new  or  reemerging  depends  on  the  .capacity  to 
identify  and  track  both  the  routine  and  the  unusual... Surveillance  systems  are  the 
most  important  tools  for  determining  which  infectious  diseases  are  emerging  or 
receding."  "domestic  surveillance  systems  for  most  infectious  diseases  are 
inadequate... Surveillance... depends  on  voluntary  collaboration  between  CDC  and 
state  and  local  health  departments,  which  depend  on  reporting  by  health  care 
professionals  of  a  limited  number  of  specific,  recognized  infectious  diseases. 
Reporting  is  generally  incomplete."  (emphasis  added).  Reasons  for  this  include 
a  lack  of  resources  in  clinical  laboratories,  the  burden  and  inconvenience  of 
reporting  to  an  overwhelmed  state  or  local  public  health  staff,  and  an  unawareness 
among  many  health  care  professionals  of  a  need  to  report. 

Request  for  Centers  for  Disease  Control  and  Prevention 

CDC  has  developed  a  strategy  to  address  the  threat  of  emerging  and  reemerging 
infectious  diseases,  in  a  four  point  strategy  that  focuses  on  surveillance,  applied  research, 
prevention  and  control,  and  infrastructure.  We  are  pleased  that  this  Committee  included 
language  in  its  1995  Committee  Report  which  urged  the  CDC  to  make  the  implementation  of 
this  comprehensive  plan  a  priority.  CDC  has  allocated  $6.7  million  to  the  comprehensive  plan 
in  1995.  Approximately  $5  million  will  be  used  to  fund  collaborative  projects  with  State  Health 
Departments  and  Schools  of  Public  Health.  An  additional  $1  million  will  be  used  for  CDC 
infrastructure  needs. 

In  continuation  of  the  implementation  of  its  comprehensive  plan,  CDC  plans  to  expand 
its  surveillance  efforts  in  up  to  10  states  in  1996.  We  urge  the  Committee  to  provide  adequate 
sums  in  1996  to  enable  CDC  to  proceed  with  this  plan. 


National  Institute  of  Allergy  and  Infectious  Diseases 

NIAID  is  the  primary  supporter  of  extramural,  university-based  research  on  tropical 
infectious  diseases,  primarily  through  traditional  investigator-initiated  research  grants  (ROls). 
More  than  95%  of  these  investigator-initiated  grants  are  awarded  to  U.S.  institutions.  This 
NIAID-supported  basic  research  is  critical  to  the  targeted  research  mandates  of  not  only  NIAID, 
but  also  of  the  CDC,  the  Department  of  Defense,  and  the  Agency  for  International  Development. 
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This  Subcommittee's  staunch  support  tor  NIH  has  enabled  dramatic  advances  in  biology 
over  the  past  decade  and  created  unprecedented  opportunities  for  the  development  of  new 
diagnostics,  vaccines,  and  therapeutics  for  the  rapid  detection,  prevention  and  treatment  of 
infectious  diseases.  We  are  deeply  concerned  that  many  of  these  promising  opportunities,  all 
of  which  represent  enormous  savings  in  future  health  care  costs,  will  not  be  realized  due  to  fiscal 
constraints  and  actual  decreases  in  funding  available  for  research  in  infectious  diseases  other  than 
HIV/AIDS. 

Recent  years  have  witnessed  a.  precipitous  drop  in  the  number  of  investigator-initiated 
ROl  grants  funded  by  NIAID,  from  a  21  percentile  payline  (1  out  of  5  proposals  funded)  in 
1989  to  an  estimated  10%  (1  out  of  10  proposals  funded)  in  1995.  Protection  of  the  NIH's 
HIV/AIDS  budget  from  year-end  budget  reconciliation  cuts  distributed  among  all  Institutes  on 
the  basis  of  their  respective  total  (AIDS  and  non-AIDS)  budgets  in  recent  years  posed  an  unfair 
penalty  on  non-AIDS  research  efforts  of  Centers  and  Institutes  with  large  HIV/AIDS  portfolios, 
such  as  NIAID.  We  believe  this  Committee's  assistance  in  establishing  a  level  playing  field  in 
1996  is  crucial. 

Increased  and,  we  feel,  unrealistic  stiff  competition  for  research  funds  has  limited  or 
curtailed  the  potential  contributions  of  established  investigators  and  is  discouraging  young 
scientists  from  embarking  upon  a  research  career.  This  is  illustrated  by  the  steady  decline  in 
numbers  of  applications  tendered.  In  its  most  recent  quarterly  review  cycle,  the  NIAID  Tropical 
Medicine  and  Parasitology  Study  Section  reviewed  only  49  R29  (training  grant)  and  ROl 
applications,  compared  to  approximately  85  grant  applications  per  cycle  several  years  ago.  For 
this  and  the  previous  two  cycles,  50%  of  the  proposals  (including  applications  from  the  top 
people  in  the  field)  were  resubmissions.  (It  is  not  uncommon  now  for  grants  to  be  submitted 
3  and  4  times  and,  on  the  average,  it  currently  takes  2.5  submissions  to  fund  a  grant.)  The 
situation  is  particularly  grim  for  young  and  untenured  university-based  scientists,  who  are  less 
likely  to  have  alternative  means  to  sustain  their  research  interests  during  the  NIH  review  and 
resubmission  process.  The  most  disturbing  finding  of  the  recent  10M  study  Funding  of  Young 
Investigators  was  not  the  significant  drop  in  success  rates  of  proposals  submitted  by  investigators 
of  36  years  of  age  and  younger  over  the  past  decade,  but  rather  the  decline  in  the  number  of 
young  investigators  seeking  grants— a  drop  of  more  than  50%  (from  3,040  to  1,389)  submitted 
by  this  age  group  over  this  period.  NIH  is  considering  alternatives  to  respond  to  this  crisis. 

We  appreciate  the  challenging  deficit  environment  the  nation  is  faced  with  and  recognize 
the  many  critical  funding  demands  this  Committee  is  faced  with.  However,  asjhe  incidence  and 
cost  of  infectious  diseases  continues  to  increase,  we  believe  we  cannot  afford  not  to  continue  to 
make  funding  for  these  research  programs  a  priority.  Toward  that  end,  we  respectfully  request 
a  6%  increase  for  NIAID  in  1996  appropriation.  Further,  we  request  your  help  in  instituting 
a  more  equitable  system  of  distributing  funds  among  all  research  areas-a  system  in  which  grants 
are  awarded  on  the  basis  of  scientific  merit,  as  determined  by  peer  review. 


Fognrtv  International  Center 

The  Society  commends  the  Fogarty  International  Center  (FIC)  of  NIH  for  placing 
emphasis  on  emerging  microbial  threats  to  health  in  its  long-range  plan,  and  for  coordinating  its 
efforts  in  this  priority  public  health  area  with  the  CDC  and  NIAID.  The  FIC  is  well-situated 
to  establish  scientific  linkages  between  U.S.  research  institutions  and  regions  of  the  world  where 
new  infectious  agents  are  most  likely  to  occur,  due  to  population  patterns  and  ecological 
disturbances.  We  encourage  you  to  provide  FIC  the  necessary  resources  to  launch  a  program 
of  international  collaborations  directed  at  new  and  emerging  infectious  disease,  similar  to  and 
building  upon  the  international  network  of  HIV/AIDS  research  and  training  programs  FIC  has 
established  with  over  50  developing  nations  in  the  past  five  years. 

Fund  for  Medical  Research 

ASTMH  was  an  original  sponsor  of  the  Medical  Research  Fund,  which  was  introduced 
by  Senators  Harkin  and  Hatfield  last  year  and  which  was  included  in  the  major  health  care 
reform  bills  last  year.  We  recognize  that  the  Federal  budget  environment  for  the  next  several 
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years  is  not  conducive  to  significant  increases  for  discretionary  programs,  and  that  the  only  real 
hope  to  obtain  the  amount  of  funding  necessary  to  meet  the  opportunities  that  exist  in  medical 
research  is  to  establish  an  alternative  funding  source.  Polls  have  shown  consistently  that  the 
U.S.  public  favors  increased  support  for  biomedical  research  over  all  other  research,  including 
space,  the  environment,  energy,  and  defense.  We  were  very  pleased  that  the  Health  Research 
Fund  was  included  in  all  of  the  major  health  care  reform  proposals  in  one  form  or  another,  and 
we  are  pleased  that  there  is  discussion  of  reintroducing  this  legislation. 

Thank  you  for  your  consideration  of  our  requests. 


STATEMENT  OF  ANN  D.  HUSTON,  EXECUTIVE  DIRECTOR,  AMERICAN 
THERAPEUTIC  RECREATION  ASSOCIATION 

The  American  Therapeutic  Recreation  Association,  the  largest  professional 
association  representing  recreational  therapists,  is  pleased  to  have  this  opportunity  to  submit 
testimony  on  FY  '96  Appropriations.  The  Association  represents  approximately  4,000 
credentialed  recreational  therapists  who  work  as  an  integral  part  of  health  care,  human 
service  and  education  systems  that  care  for  and  educate  Americans  with  disabilities. 
Association  members  are  directly  involved  in  delivering  services  that  improve  and  maintain 
health  status,  functional  capacity  and  quality  of  life  of  people  with  disabilities.  We  know  first- 
hand the  benefits  that  can  be  derived  from  well -disseminated  innovative  programs  and  field 
based  research,  and  have  witnessed  how  such  research  and  demonstration  increases  the 
benefits  to  consumers  of  rehabilitation  and  education  programs.  Therapeutic  recreation 
services,  as  authorized  by  several  disability  related  laws,  have  resulted  in  several  significant 
benefits.  For  example: 

•  Physically  active  recreation  and  other  exercise  programs  improve  cardiovascular  and 
respiratory  functioning,  increases  strength  and  endurance,  and  reduces  the 
occurrence  of  costly  secondary  health  problems  such  as  skin  ulcers  and  urinary  tract 
infections  experienced  by  individuals  with  spinal  cord  injuries. 

•  Recreational  therapy  interventions  improve  cognitive  functioning  such  as  memory, 
perception  and  other  organizational  skills  necessary  for  the  rehabilitation  and 
independent  living  of  individuals  who  have  suffered  a  traumatic  brain  injury. 

•  Children  hospitalized  for  burns  treatment  improved  their  mobility  and  range  of 
motion,  and  therefore  increased  their  healing  process,  as  a  result  of  structured 
recreational  interventions. 

•  Recreational  therapy  contributes  to  a  person's  complete  and  successful  rehabilitation 
by  improving  self  esteem  and  increasing  the  capacity  to  cope  with  the  rigors  of  illness, 
disability  and  hospitalization. 

In  order  to  continue  with  these  promising  developments,  the  Association  urges  the 
Committee  on  Appropriations  to  continue  to  provide  adequate  funding  for  research,  training 
and  demonstration  projects  that  improve  and  advance  the  rehabilitation  and  education  of 
Americans  with  disabilities.  Specifically,  we  recommend  that  the  FY  '96  Appropriations 
include: 

•  An  increase  in  funding  for  Special  Recreation  demonstration  projects,  regulated  by  the 
Rehabilitation  Services  Administration,  from  the  proposed  $2.6  million  to  $3  million. 

•  An  increase  in  funding  for  the  National  Institute  on  Disability  and  Rehabilitation 
Research  form  $70  million  to  $75  million 

Therapeutic  Recreation  is  a  health  care  and  human  service  discipline  that  delivers 
treatment  services  designed  to  restore,  remediate  or  rehabilitate  functional  capabilities  to 
improve  independence  and  reduce  or  eliminate  the  effects  of  illness  and  disability.  This 
discipline  is  an  integral  part  of  active  treatment  within  physical  medicine  and  rehabilitation, 
and  mental  health  services,  and  conducts  research  directed  at  the  role  of  myriad  activity 
interventions  in  improving  and  maintaining  functional  independence  and  independent 
community  living. 
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Therapeutic  Recreation  utilizes  recreational  modalities  as  active  treatment,  and  also 
creates  environmental  conditions  such  that  individuals  with  disabilities  can  participate  fully 
in  their  communities.  Both  forms  of  therapeutic  recreation  services  -  as  treatment  (i.e. 
recreational  therapy)  and  the  provision  of  recreation  opportunity  as  a  normalized  human 
experience  -  contribute  to  the  rehabilitation  process. 

Recreation  has  been  demonstrated  to  been  an  effective  means  to  assisting  individuals 
with  disabilities  to  achieve  educational  objectives  and  to  move  from  school  to  adult  life. 
Recreation  has  also  played  an  important  role  in  the  quality  of  life  and  social  integration  of 
persons  with  disabilities.  Used  as  a  treatment  modality,  recreational  therapy  has  been  found 
to  be  an  effective  means  to  assisting  individuals  with  disabilities  to  increase  physical  and 
psychological  functioning,  and  to  live  more  independently  and  with  greater  life  quality,  and 
to  maintain  a  level  of  health  that  prevents  or  delays  need  for  costly  medical  or  custodial  care. 
These  benefits  of  therapeutic  recreation  services  have  been  demonstrated  through  research  and 
demonstration  projects  supported  by  the  U.S.  Department  of  Education.  The  Department's 
support  for  training  rehabilitation  and  related  services  personnel  has  helped  produce 
critically  needed  competent  professional  who  can  effectively  use  therapeutic  recreation  in  the 
rehabilitation  and  education  of  individuals  with  disabilities. 

RSA  -  Special  Recreation  Demonstration  Projects.  For  close  to  20  years  the 
Rehabilitation  Act,  as  amended,  has  authorized  support  for  recreation  demonstration  projects 
aimed  at  improving  the  mobility,  socialization,  independence,  employment,  and  community 
integration  of  individuals  with  disabilities.  Since  the  1986  amendments  to  the  Rehab  Act, 
funded  programs  have  been  expected  to  be  designed  consistently  with  social  integration 
principles.  An  examination  of  projects  funded  between  1987  and  1990  revealed  that 
individuals  with  disabilities  who  participated  in  socially  integrated  community  recreation 
programs  reported  significantly  greater  benefits  in  important  life  domains  such  as  work 
performance,  family  relations,  physical  health  and  overall  health  status,  and  independent 
functioning  at  home,  as  compared  to  those  persons  with  disabilities  who  participated  in 
segregated  recreational  programs  (Shank,  Coyle  &  Kinney,  1993).  Without  question,  these 
projects  are  meeting  their  intended  purposes,  and  are  producing  outcomes  that  benefit  persons 
with  disabilities  in  life  domains  that  reflect  independence,  productivity,  health  and  life 
quality.  In  short,  comprehensive  rehabilitation  (i.e.  vocational,  recreational  and 
independent  living)  is  the  most  effective  way  to  achieve  long  term,  permanent  outcomes. 

While  the  return  on  the  federal  investment  has  been  remarkable,  the  amount  of  money 
appropriated  for  this  small  but  extremely  effective  program  has  remained  almost  constant. 
Our  request  increase  of  $400,000  would  permit  approximately  2  more  demonstration  projects  to 
be  initiated.  Since  these  projects  must  now  involve  cost  sharing,  funded  agencies  would  have 
to  make  a  real  commitment  to  invest  in  the  program,  which  ensures  greater  likelihood  of 
continuation  and  permanence.  Because  the  Federal  contribution  to  each  program  declines 
over  the  project  period,  the  Department  is  able  to  initiate  new  recreational  therapy  programs 
each  year  with  no  increase  in  Federal  funds. 

The  National  Institute  on  DtowMIUy  and  Rehabilitation.  Research  (NIPRR).  The  NIDRR  has 
been  a  leader  in  coordinating  a  comprehensive  approach  to  the  administration  and  conduct  of 
research  and  demonstration  projects  related  to  the  rehabilitation  of  individuals  with 
disabilities.  It  has  also  been  responsible  for  training  rehabilitation  professionals  to  design 
innovative  services  and  conduct  rehabilitation  research.  These  research  and  demonstrated 
ways  to  improve  educational,  employment,  and  independent  living  opportunities  for  persons 
with  disabilities. 

The  comprehensive  approach  maintained  by  the  NIDRR  have  supported  projects  that 
address  issues  that  are  important  to  people  with  disabilities,  and  cover  all  domains  of  life, 
including  employment,  community  independence,  and  psychological  and  social  well-being. 
NIDRR  supports  many  distinct  yet  complementary  disciplines  involved  in  rehabilitation 
research  and  practice.  For  instance,  the  NIDRR  supported  a  research  project  aimed  at 
determining  the  effects  of  recreation  as  a  treatment  modality  in  rehabilitation.  Temple 
University's  program  in  Therapeutic  Recreation  conducted  several  studies  and  demonstrated 
the  role  of  recreation  in  achieving  physical,  psychological  and  social  outcomes  that  are 
integral  to  improving  and  maintaining  health  status,  functional  capacity  and  quality  of  life. 
Among  other  findings,  one  study  demonstrated  that  a  community-based  aerobic  exercise 
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program  for  adults  with  physical  disabilities  can  have  significantly  positive  impact  on 
physical  fitness,  physical  work  capacity  and  depressive  symptomatology  (Santiago,  Coyle  & 
Kinney,  1993).  Recreational  therapy  assist  persons  who  receive  physical  rehabilitation  to 
prepare  for  their  return  to  the  community  and  to  resume  an  active  lifestyle.  Such  services  can 
result  in  physical,  social  and  psychological  abilities  that  reduce  the  need  for  costly  medical 
care.  In  a  NLDRR  supported  study,  adults  with  spinal  cord  injuries  who  received  recreation 
therapy  while  hospitalized  were  more  physically  and  socially  active  and  involved  with 
community  life  post  discharge,  and  this  resulted  in  significantly  less  evidence  of  secondary 
health  problems  such  as  skin  ulcers  and  urinary  tract  infections-  both  of  which  are  chronic 
health  problems  that  interfere  with  employment  and  other  life  spheres  (Shank,  Coyle,  Kinney 
&  Hutchins,  1994). 

In  addition  to  providing  specific  medical  related  outcomes,  recreation  and  leisure 
involvement  is  clearly  associated  with  the  overall  quality  of  life  of  individuals  with 
disabilities.  Leisure  satisfaction  proved  to  be  the  most  significant  predictor  (explaining  42%  of 
the  variance)  of  life  satisfaction  among  adults  with  a  physical  disability  in  analyses  which 
included  esteem,  health,  socio-economic  and  family  satisfaction  variables.  These  results 
were  identified  in  one  of  the  most  extensive  quality  of  life  studies  conducted,  involving  790 
adults  with  physical  disabilities  in  personal  interviews  over  a  three-year  period  (Kinney  & 
Coyle,  1990).  Also  a  community  transition  program  emphasizing  leisure  education  has  been 
shown  to  reduce  social  isolation  and  increase  perceived  quality  of  life  for  individuals  with  a 
physical  disability  (Bullock  &  Howe,  1991). 

Through  the  support  of  NIDRR,  Temple  University  held  a  national  conference  on  the 
benefits  of  therapeutic  recreation  in  rehabilitation.  Evidence  of  contribution  to  rehabilitation 
outcomes  were  documented  in  areas  of  physical  health  and  health  maintenance,  cognitive 
functioning,  psychosocial  health,  personal  growth  and  development,  life  satisfaction,  and 
societal  and  health  care  system  outcomes.  This  conference  produced  an  extensive  research 
agenda  that  can  guide  NIDRR  in  coordinating  broad-based  rehabilitation  research. 

Our  requested  increase  of  $5  million  for  NIDRR  in  FY  '  96  will  permit  the  agency  to 
continue  conducting  important  and  necessary  disability  and  rehabilitation  research.  Without 
his  increase,  NIDRR  will  not  be  able  to  fulfill  its  leadership  role  in  rehabilitation  research 
and  training,  nor  would  it  be  able  to  meet  requirements  brought  upon  the  agency  by  recent 
legislation,  including  the  ADA,  the  Rehab  Act,  and  the  Rehabilitation  Technology  Act. 

NIDRR's  continued  support  for  training  rehabilitation  personnel,  especially  those 
needed  to  conduct  research,  is  critical.  Rehabilitation  researchers  are  desperately  needed  in 
virtually  all  disciplines.  In  particular,  there  is  a  need  to  develop  and  nurture 
interdisciplinary  research  skills  in  order  to  promote  the  greatest  level  of  cooperation  and 
collaboration  Although  the  need  for  training  medical  rehabilitation  researchers  (physicians) 
is  evident,  this  training  should  include  attitudes  and  skills  associated  with  promoting  and 
conducting  interdisciplinary  studies.  Therefore,  increased  funding  for  NIDRR  will  permit 
support  for  a  wide  range  of  rehabilitation  disciplines,  including  physical,  occupational  and 
speech  therapies,  vocational  rehabilitation,  and  recreational  therapy. 

Office  of  Special  Education  Programs.  The  Office  of  Special  Education  has  been  the  most 
influential  in  developing  innovative  educational  programs  for  individuals  with  disabilities, 
the  training  of  special  education  and  related  services  personnel,  and  research  on  effective 
educational  approaches.  Consequently,  millions  of  children  and  adults  with  disabilities  have 
achieved  their  dreams  of  academic  success,  independent  skills  and  social  involvement  with 
their  peers.  Funding  over  the  past  20  years  has  enables  advance  in  assistive  technology  to 
allow  greater  independence,  and  innovative  approaches  to  assisting  young  adults  with 
disabilities  to  transition  form  school  to  adult  and  community  life.  Since  1982  OSEP  has 
supported  240  training  programs  that  produced  more  than  24,  000  professional  therapeutic 
recreation  specialists.  These  professionals  have  gone  on  to  use  recreation  interventions  to 
improve  the  independence,  productivity  and  social  integration  of  people  with  disabilities, 
thereby  helping  to  ensure  health  and  well-being  that  translates  into  less  costs  to  the  American 
public.  Also,  the  field-initiated  research  has  produced  evidence  on  promising  interventions 
that  can  help  children  and  adults  achieve  educational,  vocational  and  health-related  goals. 
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The  American  Therapeutic  Recreation  Association  stands  ready  to  share  its 
information  about  the  role  of  recreational  therapy  interventions  in  improving  the  lives  of 
individuals  who  contend  with  illnesses  and  disability  and  to  demonstrate  how  Therapeutic 
Recreation  is  a  cost  effective  alternative  within  the  total  fabric  of  health  care,  rehabilitation 
and  educational  services. 


STATEMENT  OF  GARY  EWART,  ON  BEHALF  OF  THE  AMERICAN  LUNG 
ASSOCIATION  AND  THE  AMERICAN  THORACIC  SOCIETY 

Mr.  Chairman  and  Members  of  the  Subcommittee,  the  American  Lung  Association  and  the  American 
Thoracic  Society  thank  you  for  this  opportunity  to  comment  on  the  health  and  biomedical  research 
programs  in  the  FY  96  budget.  At  the  outset,  Mr.  Chairman,  we  would  like  to  congratulate  you  on  your 
new  position.  We  look  forward  to  working  with  you. 

Diseases  of  the  lung  constitute  a  devastating  and  growing  health  problem  in  the  United  States.  Every 
year,  over  315,000  Americans  die  of  lung  disease.  The  lung  disease  death  rate  increased  almost  20% 
between  I979  and  1992-the  greatest  increase  among  the  top  five  leading  causes  of  death.  Nearly  twenty 
eight  million  Americans  live  with  chronic  lung  disease  every  day.  They  suffer  from  emphysema,  chronic 
bronchitis,  asthma  or  other  breathing  problems  that  require  long-term,  regular  medical  care.  Many  major 
technological  breakthroughs  and  comprehensive  health  care  services  now  help  chronic  lung  disease 
patients  survive  and  live  longer,  more  productive  lives.  But  there  is  a  cost.  Lung  disease  costs  the  U.S. 
economy  a  total  of  $61 .2  billion  annually-$22.2  billion  in  direct  health  care  expenditures  and  another 
$39.0  billion  for  indirect  costs  including  lost  work  productivity. 

The  ALA/ATS,  while  concerned  specifically  about  research  related  to  the  prevention  and  control  of  lung 
disease,  believes  that  medical  research  is  an  investment  critical  to  the  future  health  of  every  American. 
We  recognize  that  efforts  to  reduce  the  deficit  and  gain  control  of  the  national  debt  will  require  careful 
consideration  of  the  merits  of  all  programs.  The  National  Institutes  of  Health  has  enjoyed  strong  bipartisan 
support  and  we  hope  this  continues.  However,  as  the  Subcommittee  reviews  the  National  Institutes  of 
Health  programs,  it  is  important  to  provide  parity  for  all  Institutes  relative  to  any  funding  increases. 
The  recommendations  made  below  represent  our  best  estimate  of  the  adequate  resources  necessary  to 
maintain  the  scientific  integrity  of  these  programs  and  continue  them  at  the  level  of  priority  funding 
indicated  by  the  magnitude  of  the  lung  disease  problem. 


SUMMARY:  FUNDING  RECOMMENDATIONS  (in  millions) 


National  Institutes  of  Health  $1 3,000.0 

National  Heart,  Lung  and  Blood  Institute  1,500.0 

National  Institute  for  Allergy  and  Infectious  Diseases  1 ,260.0 

National  Institute  for  Environmental  Sciences  31 3.0 

Centers  for  Disease  Control 

National  Institute  for  Occupational  Safety  and  Health  141.0 

Tuberculosis  Control  Programs  220.0 

Office  on  Smoking  and  Health  30.0 


The  comments  of  the  ALA/ATS  will  focus  on  three  areas  of  concern: 

•  specific  funding  needs  within  the  National  Heart,  Lung  and  Blood  Institute,  the  primary  source  of 
federal  funds  for  lung-related  research, 

•  research  and  education  initiatives  on  asthma,  and 

•  funding  needs  to  reestablish  control  over  tuberculosis. 

FUNDING  NEEDS  WITHIN  THE  NATIONAL  HEART,  LUNG  AND  BLOOD  INSTITUTE: 

Investment  in  the  research  program  of  the  NHLBI  is  truly  an  investment  in  health  care  innovation. 
The  National  Asthma  Education  and  Prevention  Program  (NAEPP)  is  just  one  example.  Asthma  is  one  of 
the  most  common  chronic  diseases  in  the  United  States.  A  major  objective  the  NAEPP  is  to  ensure 
effective  control  of  asthma  by  encouraging  partnerships  with  patients,  their  physicians  and  other  health 
care  professionals  through  modern  treatment  and  education  programs  such  as  ALA's  "Open  Airways" 
program.  Asthma  self-management  has  the  potential  to  generate  enormous  health  care  costs  savings. 
One  recent  study  found  that  an  education  program  that  cost  $82  per  patient  resulted  in  a  $628  per  patient 
savings  in  emergency  room  charges. 

The  NHLBI  research  portfolio  includes  several  budget  mechanisms  of  importance  to  lung-related  research. 
Of  particular  concern  is  the  impact  of  funding  proposals  for  the  grant  mechanism.  Of  equal  concern  are 
the  continued  inadequate  resources  for  the  Specialized  Centers  of  Research  (SCOR)  program  and  for  the 
Institute's  education  programs. 
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The  research  project  grant  remains  the  keystone  of  the  NHLBI  research  portfolio.  This  includes  the 
Regular  Research  Grant,  New  Investigator  Award,  FIRST  Award,  MERIT  Award,  Small  Business 
Innovation  Research  Award,  Program  Project  Grants  and  Cooperative  Agreements.  A  major  problem  in 
the  management  of  this  mechanism  is  the  provision  of  funding  stability  for  investigators  as  well  as  the 
provision  of  new  opportunities  for  young  investigators.  In  constant  dollars,  funding  has  fallen  below  levels 
in  FY  85  with  a  success  rate  of  approximately  23.4%.  Funding  for  the  NHLBI  research  grant  mechanisms 
must  be  enhanced  to  support  continuing  areas  of  research  as  well  as  provide  new  research  opportunities. 

Begun  in  1 971 ,  NHLBI  now  funds  69  SCORs  focused  on  1 3  areas  of  research.  The  Division  of  Lung 
Diseases  supports  27  centers  covering  six  areas  of  research.  The  SCOR  program  was  developed  to 
advance  basic  knowledge  and  to  generate  the  most  effective  methods  of  diagnosis,  management  and 
prevention  of  disease.  Funded  on  a  competitive  basis  for  5  years,  SCORs  are  designed  to  encourage  the 
concentration  of  research  resources,  facilities,  and  personnel  on  specific  research  issues.  The  SCOR 
program  continues  to  be  inadequately  funded  although  the  Institute,  by  legislative  mandate,  has  initiated 
additional  programs  funding  several  new  centers  in  the  same  period.  Further,  new  center  grants,  on 
average,  are  funded  4%  to  7%  below  the  approved  funding  levels  while  new  research  grants  are  funded  at 
the  full  cost.  The  ALA/ATS  recommends  additional  funds  be  provided  for  the  Centers  mechanism  to 
restore  awards  to  their  approved  levels.  Additionally,  the  NIH  should  be  instructed  to  explore  steps  to 
stabilize  funding  for  this  mechanism  and  re-establish  program  balance. 

The  Education  Programs  of  the  Institute  are  an  important  mechanism  for  improving  patient  care  and 
eduction.  The  NHLBI  initiated  the  National  Asthma  Education  Program  (NAEP)  in  1989  to  raise 
awareness  that  asthma  is  a  serious  chronic  disease  and  to  promote  more  effective  management  of 
asthma  through  patient  and  professional  education.  The  Coordinating  Committee  represents  various 
national  medical,  public  health,  voluntary  and  government  organizations  including  the  ALA  and  ATS.  The 
Institute  has  completed  several  key  activities  including  release  of  its  first  report,  Guidelines  for  the 
Diagnosis  and  Treatment  of  Asthma.  These  guidelines  were  developed  to  provide  physicians  and  other 
health  care  providers  with  state-of-the-art  consensus  guidelines  for  the  diagnosis  and  treatment  of  asthma. 
Additional  funds  must  be  provided  through  the  Research  Management  and  Support  line  to  maintain  and 
enhance  these  educational  opportunities. 

RESEARCH  AND  EDUCATION  INITIATIVES  ON  ASTHMA: 

Today  there  are  an  estimated  12  million  asthmatics.  Asthma  leads  the  list  of  childhood  diseases  causing 
significant  lost  school  days-over  124  million  lost  school  days  annually.  Overall  direct  and  indirect  costs 
from  asthma  are  estimated  to  exceed  $9.2  billion  annually.  Research  on  the  mechanisms  involved  in  the 
pathogenesis,  diagnosis,  treatment  and  prevention  of  asthma  is  critical  to  reducing  the  morbidity  and 
mortality  from  this  growing  health  problem. 

The  National  Institutes  of  Health  support  a  broad  range  of  research  activity,  both  basic  and  clinical 
research,  and  education  programs  specifically  within  the  NHLBI  and  the  National  Institute  for  Allergy  and 
Infectious  Diseases  (NIAID).  Clinical  research  activities  include  the  NHLBI's  SCOR  program  in  Chronic 
Airways  Diseases,  which  is  directed  at  the  pathogenesis  of  airway  reactivity  in  children  and  adults  with 
asthma;  NHLBI's  Childhood  Asthma  Management  Program,  which  is  evaluating  three  long-term  therapies 
for  asthma  in  children;  NIAID's  network  of  Asthma  and  Allergic  Disease  Research  Centers  specifically 
directed  at  improving  the  diagnosis,  treatment  and  prevention  of  asthma;  and  NIAID's  National 
Cooperative  Inner-City  Asthma  Study  designed  to  identify  those  factors  leading  to  increased  morbidity  and 
mortality  in  the  inner-city  minority  population.  The  NHLBI,  the  NIAID  and  the  National  Institute  for 
Environmental  Health  Sciences  recently  announced  a  joint  request  for  applications  on  Environmental 
Agents  and  Asthma  to  support  research  to  determine  the  relationship  between  exposure  to  environmental 
pollutants  and  allergens  and  the  induction  and/or  exacerbation  of  asthma. Despite  advances  made  to  date 
in  understanding  the  etiology  and  pathophysiology  of  asthma  and  development  of  new  therapeutic 
approaches,  the  prevalence  and  severity  of  asthma  have  significantly  increased  over  the  past  decade.  To 
address  this  growing  problem,  the  NHLBI  recently  established  an  Asthma  Clinical  Research  Network. 
This  Network  has  been  organized  to  facilitate  rapid  evaluation  of  new  therapeutic  approaches,  assess 
current  treatment  strategies  and  efficiently  disseminate  laboratory  and  clinical  findings  to  the  health  care 
community. 

These  initiatives  have  established  an  invaluable  information  base  on  the  complex  biological  mechanisms 
underlying  asthma.  Continued  support  of  such  efforts  will  provide  information  critical  to  the  effective 
treatment  and  management  of  asthma  and,  eventually,  the  prevention  of  morbidity  and  mortality  due  to 
asthma.  Additional  research  resources  are  necessary  if  we  are  to  properly  attack  the  many  health  care 
problems  posed  by  asthma.  For  example,  the  NHLBI  Childhood  Asthma  Management  Program  should  be 
expanded  to  study  optimal  therapies  for  the  adult,  including  therapies  for  adult  onset  of  asthma.  Additional 
research  efforts  are  also  necessary  to  better  understand  asthma  in  females.  In  approximately  one-third  of 
women,  for  example,  asthma  becomes  worse  during  pregnancy.  Since  poorly  controlled  asthma  has  been 
shown  to  have  an  adverse  effect  on  the  fetus,  use  of  drugs  for  optimal  management  has  been  considered 
justified.  However,  their  safety  has  not  been  unequivocally  proven.  The  NHLBI  has  developed  a  new 
initiative  to  study  asthma  during  pregnancy.  The  initiative  will  utilize  the  1 1  obstetric  centers  comprising 
the  National  Institute  of  Child  Health  and  Human  Development's  Maternal-Fetal  Medicine  Unit  Network. 
The  Asthma  in  Pregnancy  Study  is  an  observational  study  to  evaluate  the  relationships  between  asthma 
severity  and  treatment  regimens  and  perinatal  outcomes. 
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TUBERCULOSIS  RESEARCH  AND  CONTROL  INITIATIVES: 

•  Centers  for  Disease  Control  and  Prevention.  Although  tuberculosis  is  a  preventable  and  curable 
disease,  it  still  persists  as  a  public  health  problem  in  the  United  States.  You  have  no  doubt  heard  of  the 
resurgence  of  tuberculosis.  After  years  of  declining  case  rates,  the  number  of  reported  cases  in  the 
United  States  rose  by  over  20%  in  just  seven  years-from  22,201  reported  cases  in  1985  to  25,287 
reported  cases  in  1993.  The  Project  Grants  for  Preventive  Health  Projects  for  Tuberculosis,  administered 
by  the  Centers  for  Disease  Control  and  Prevention  demonstrate,  after  a  decade  of  concerted  effort,  that  to 
reestablish  and  maintain  control  of  tuberculosis,  a  strong  centralized  program  is  critical.  The  loss  of 
momentum  in  the  1 980s  resulted  in  over  63,000  cases  of  tuberculosis  than  would  have  been  expected 
had  funding  for  tuberculosis  control  programs  not  been  reduced. 

The  United  States  is  at  a  critical  point  with  regard  to  the  elimination  of  tuberculosis.  There  are  many 
factors  favoring  its  elimination,  including  an  increasing  interest  in  the  medical  community  and  by  the 
media,  the  development  of  new  technologies  for  its  prevention  and  control  and  an  improved  surveillance 
system.  The  Strategic  Plan  for  the  Elimination  of  Tuberculosis  in  the  United  States  identified  as  a  Year 
2000  objective,  a  case  rate  of  3.5  per  100,000-the  current  rate  is  10.4  per  100,000. 

There  are  several  steps  that  should  be  taken  to  maintain  the  current  decline  in  rates  and  move  towards 
the  Year  2000  objective.  The  first  step  must  be  expansion  of  the  utilization  of  existing  prevention  and 
control  methods.  Tuberculosis  is  prevented  and  controlled  by  a  variety  of  public  health  methods.  The 
American  Thoracic  Society  and  the  CDC  revised  a  joint  statement,  The  Control  of  Tuberculosis  in  the 
United  States  last  year.  The  document  provides  guidance  for  establishing  tuberculosis  control  activity  and 
is  intended  for  persons  working  in  tuberculosis  control  programs  and  related  programs  in  such  sites  as 
correctional  facilities  and  homeless  shelters. 

The  American  Lung  Association  is  very  concerned  that  the  Administration  intends  to  propose  consolidating 
all  project  grant  programs  into  a  single  block  grant  to  states.  Many  tie  the  resurgence  of  tuberculosis,  in 
part,  to  the  lack  of  a  adequate  and  targeted  federal  funding  for  tuberculosis  control  in  the  1970s.  Specific 
funding  through  the  Tuberculosis  Project  Grants,  established  in  1981,  provided  the  program  infrastructure 
to  regain  control  of  tuberculosis.  The  recent  experience  with  the  resurgence  of  tuberculosis-how  quickly  K 
can  happen  and  the  significant  amount  of  resources  necessary  to  control  it-indicates  that  the  United 
States  is  not  yet  at  a  point  to  reduce  or  redirect  its  efforts  to  reestablish  control  over  tuberculosis.  The 
ALA  recommends  that  the  Project  Grants  for  Preventive  Health  Projects  for  Tuberculosis  be  continued  in 
FY  96  and  funded  at  the  recommended  level  of  $220  million. 


•  National  Institutes  of  Health.  It  is  paradoxical  that  we  can  talk  about  the  resurgence  of  tuberculosis  in 
one  paragraph  and  elimination  of  this  disease  in  the  next.  But,  to  eliminate  tuberculosis  in  the  United 
States-and  worldwide— will  require  far  more  than  just  intensified  and  widespread  use  of  existing 
prevention  and  control  methods.  It  will  also  require  the  development  of  new  treatments,  diagnostic  and 
prevention  technologies,  and  the  rapid  transmission  of  newly  developed  technologies  to  the  field. 

In  December  1990,  a  workshop  was  held  to  set  a  national  agenda  for  tuberculosis  research  in  the  1990s. 
Cosponsored  by  the  CDC.  the  National  Institute  for  Allergy  and  Infectious  Diseases  and  the  American 
Thoracic  Society,  specific  recommendations  were  made  for  studies  on  the  development  of  quick,  improved 
diagnostic  methods,  more  effective  preventive  therapy,  drugs  requiring  shorter  treatment  time  and 
therapies  for  patients  with  drug-resistent  disease.  Recommendations  were  also  made  to  study  behavioral, 
economic,  and  other  factors  affecting  lack  of  compliance  with  drug  regimens.  New  methods  are  also 
needed  to  improve  compliance  with  and  to  increase  availability  of  the  most  cost-effective  preventive  and 
therapeutic  interventions. 

Federal  support  for  tuberculosis  research  is  concentrated  within  the  National  Institute  for  Allergy  and 
Infectious  Diseases.  The  overall  support  within  this  Institute  for  research  specific  to  M.  tuberculosis  has 
increased  form  $323,000  in  FY  79  to  $31 ,052.000  in  FY  95.  NIAID  has  developed  an  agenda  to  intensify 
tuberculosis  research  efforts  including  improvement  of  existing  diagnostic  tests  which  are  not  reliable  in 
individuals  with  HIV  infection,  development  of  an  effective  vaccine  to  protect  those  at  risk  of  infection  and 
identification  of  more  effective  treatments  for  those  already  infected. 

While  tuberculosis  research  activity  supported  by  these  funds  is  concentrated  at  NIAID,  NHLBI  also  has 
ongoing  research  activity  related  to  tuberculosis  including  its  Tuberculosis  Academic  Award.  Tuberculosis 
research  activity  needs  increased  funding  and  more  importantly,  stable  funding.  The  ALA/ATS 
recommends  that  $90  million  for  tuberculosis  research  activity  be  made  available  in  FY  96. 

In  conclusion,  Mr.  Chairman,  lung  disease  is  a  growing  problem  in  the  United  States.  Lung  disease  is 
America's  number  three  killer,  responsible  for  one  in  seven  deaths.  That  rank  may  change.  The 
lung  disease  death  rate  is  climbing  steeply  while  rates  for  America's  first-and  second-ranked  causes  of 
death-heart  disease  and  cancer  are  dropping.  Overall,  the  various  forms  of  lung  disease  and  breathing 
problems  constitute  the  number  one  killer  of  babies  under  the  age  of  one  year.  Tuberculosis, 
worldwide,  kills  more  people  than  any  other  single  infectious  agent.  Mr.  Chairman,  the  level  of  support  for 
lung  disease  should  reflect  this  urgency. 
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STATEMENT  OF  C.  EUGENE  CARLTON,  JR.,  M.D.,  PRESIDENT,  THE 
AMERICAN  UROLOGICAL  ASSOCIATION,  INC. 

Dear  Chairman  Specter:  The  American  Urological 
Association  (AUA)  is  pleased  to  make  the  following 
recommendations  for  fiscal  year  1996  funding  for  urology 
research  at  the  National  Institute  of  Diabetes  and  Digestive 
and  Kidney  Diseases  (NIDDK)  and  the  National  Cancer  Institute 
(NCI).  We  are  also  recommending  that  the  Centers  for  Disease 
Control  and  Prevention  (CDC)  receive  additional  funds  to 
expand  their  prostate  cancer  outreach  and  prevention  program. 

Urological  diseases  can  affect  anyone,   from  early 
infancy  through  the  later  years  of  life.  Their  effect  on 
minority  populations  and  women  is  disproportionate  to  the 
overall  effect  on  the  entire  population.  These  diseases 
result  in  health  care  expenditures  in  the  United  States  of 
over  $9  billion  each  year.  Measurable  advances  in  the 
prevention  and  cure  of  these  diseases  have  been  made  because 
of  the  support  provided  by  the  National  Institutes  of  Health. 
For  example,  the  original  work  on  the  prostate  specific 
antigen  (PSA),  which  has  revolutionized  the  early  detection 
of  prostate  cancer,  was  funded  by  NCI.  We  can  continue  to 
make  progress  as  long  as  adequate  money  is  focused  on 
research  in  these  areas . 

This  year  the  Congress  and  the  President  expect  to  review  almost 
all  categories  of  federal  spending.     Such  a  top-to-bottom 
analysis  is  long  overdue,  and  AUA  urges  that  no  federal  program 
be  spared  from  scrutiny.     We  believe  that  the  National  Institutes 
of  Health  will  fare  well,   because  the  many  contributions  these 
funds  have  made  to  the  nation's  health  will  be  clear.     NIH  is 
among  our  best  investments,   and  the  nation  needs  to  maintain  its 
biomedical  research  infrastructure  if  we  are  to  continue  to 
improve  the  health  of  our  citizens.     This  Subcommittee  has  been 
steadfast  in  its  support  of  biomedical  research,   and  AUA  greatly 
appreciates  those  efforts.     As  the  Subcommittee  moves  forward 
under  new  leadership,  we  ask  for  a  renewal  of  this  support.  We 
cannot  rely  on  the  commercial  sector  to  take  over  this  activity. 
Although  privately  or  commercially  funded  research  efforts  are 
important,   they  are  not  a  substitute  for  NIH. 

The  President's  budget  calls  for  a  4.1%  increase  in  NIH  funding. 
We  support  that  as  a  beginning  position,   but  strongly  urge  the 
Subcommittee  to  add  to  that  recommendation.     Last  year  the 
increase  in  NIH  appropriations  was  below  the  level  of  inflation. 
This  needs  to  be  recouped  by  adding  to  this  year's  update  beyond 
an  inflation  adjustment. 

Urology  is  a  fairly  new  field  of  research  in  this  country,  and 
one  that  is  filled  with  promising  developments.     For  example, 
research  just  published  on  the  early  detection  of  prostate  cancer 
confirms  the  value  and  accuracy  of  PSA.     Research  on  the  causes 
of  interstitial  cystitis  has  helped  physicians  and  patients 
better  understand  this  painful  disease.     Only  by  investing 
additional  resources  can  we  capitalize  on  these  opportunities  in 
a  reasonable  period  of  time.     Our  specific  funding 
recommendations  represent  our  conservative  estimates  of  the 
resources  needed  to  move  urology  research  forward. 

We  need  to  continue  to  improve  our  ability  to  detect  and  treat 
prostate  cancer.     Substantial  resources  for  breast  cancer  are 
already  available,   but  prostate  cancer  research  funding  has  not 
kept  pace,   even  though  the  incidence  of  these  diseases  is  quite 
similar.     We  strongly  urge  that  the  Subcommittee  take  steps  to 
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address  that  disparity.     NCI  should  be  able  to  commit  at  least 
$100  million  for  prostate  cancer  research  in  fiscal  year  1996. 
The  full  array  of  NCI  programs  must  be  supported,  including 
centers  of  excellence,   clinical  trials,    individual  research 
grants,   and  research  training.     AUA  recommends  that  the 
Subcommittee  direct  NCI  to  bring  research  funding  on  breast  and 
prostate  cancers  into  equilibrium  over  the  next  two  years. 

Another  part  of  the  effort  to  combat  prostate  cancer  is  to 
increase  our  understanding  of  the  basic  science  of  the  prostate. 
This  is  one  of  the  functions  of  the  urology  program  at  NIDDK 
which  plays  a  significant  leadership  role  in  funding  basic  and 
clinical  research  on  prostate  disease.     We  recommend  that 
prostate  research  in  the  urology  program  at  NIDDK  be  granted  an 
additional  $15  million.     These  new  funds  would  permit 
continuation  of  an  important  clinical  trial  to  evaluate  the 
effects  of  various  pharmacological  agents  on  the  regulation  of 
prostate  growth. 

Similarly,  we  strongly  encourage  the  transfer  of  $1  million  from 
the  Office  of  Research  on  Minority  Health  to  NIDDK  to  focus 
greater  attention  on  the  disproportionate  occurrence  of  prostate 
disease  among  minority  populations.  The  reasons  for  this  impact 
are  not  understood,  and  we  believe  that  a  focused  effort  between 
the  Office  of  Research  on  Minority  Health  and  NIDDK  would  reap 
great  benefit. 

Since  prostate  cancer  does  disproportionately  strike  African 
American  men,    it  is  imperative  that  we  conduct  prevention  and 
outreach  programs  within  this  community  to  assure  early 
intervention  and  treatment  using  the  best  tools  available.  CDC 
is  a  logical  place  for  such  an  effort  given  its  experience  with 
similar  programs  in  breast  and  cervical  cancer.     We  are  pleased 
that  the  efforts  of  Congress  to  stimulate  such  a  program  have 
succeeded,   and  a  small  activity  has  been  developed.     It  shows 
great  promise,   and  we  ask  that  $10  million  be  allocated  to  this 
effort  in  order  to  expand  CDC 1 s  ability  to  target  high  risk 
populations  for  this  disease.     Education,   awareness  and  early 
detection  are  key  to  reducing  the  extremely  high  prostate  cancer 
rates  among  African  American  men.     CDC  should  not  be  conducting 
prostate  cancer  screening  programs,   since  there  are  many  centers 
throughout  the  country  that  provide  screening  for  free  or  at 
reduced  rates.     However,   men  must  be  motivated  to  take  advantage 
of  these  opportunities,   and  this  is  an  area  in  which  CDC  can  play 
a  critical  role. 

In  order  to  deal  effectively  with  other  urologic  diseases,  we 
recommend  that  the  following  steps  be  taken  to  expand  the  urology 
program  at  NIDDK. 

1.  The  George  M.  O'Brien  Kidney  and  Urology  Centers  at  NIDDK 
have  successfully  brought  together  multiple  disciplines  to 
focus  on  problems  within  the  kidney  and  urology  area.  We 
urge  the  expansion  of  these  centers  to  allow  more 
coordinated  research  focusing  on  benign  prostate  disorders, 
women's  urology  and  pediatric  urology. 

2.  There  is  a  pressing  need  to  increase  research  into  the 
urologic  disorders  which  affect  women:  urinary 
incontinence,   urinary  tract  infections  and  interstitial 
cystitis.     These  diseases  affect  a  significant  number  of 
women  of  all  ages  and  result  in  major  U.S.   health  care 
expenditures.     There  is  very  little  funded  research  which 
focuses  on  either  the  prevention  or  effective  treatment  of 
these  diseases.     Congress  has  previously  allocated  funds  for 
research  into  the  causes  of  IC.     This  work  should  be 
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continued,   and  we  recommend  the  addition  of  $6  million  for 
research  into  urinary  incontinence  and  urinary  tract 
infections,   and  other  basic  bladder  research.     The  Office  of 
Research  on  Women's  Health  already  participates  in  the 
urology  program  at  NIDDK.     This  effort  should  be  increased 
to  $1  million,   to  support  work  on  incontinence,  urinary 
tract  infections  and  interstitial  cystitis. 

3.  This  Subcommittee  has,   in  the  past,   generously  funded  the 
creation  of  an  end-stage  kidney  disease  data  base  by  the 
NIDDK.     This  data  base  has  provided  significant  information 
which  has  led  to  the  development  of  strategies  for 
prevention  and  increased  cost-savings  in  the  treatment  of 
this  disease.     Prostate  disease  takes  a  considerably  larger 
toll  on  the  male  population.     Therefore,   we  recommend  that 
the  development  of  a  data  base  for  prostate  diseases  at 
NIDDK  be  supported  by  this  Subcommittee.     This  data  base 
would,   for  the  first  time,  give  realistic  estimates  of  the 
extent  of  these  diseases,   the  health  care  expenditures  for 
these  diseases,   the  variations  in  treatment,   and  the  effect 
that  these  diseases  have  on  different  population  groups.  We 
recommend  that  $1  million  be  designated  for  the  development 
of  this  data  base  and  that  NIDDK  report  annually  to  this 
Subcommittee  on  the  data  derived  from  it. 

4.  Two  other  areas  of  research  need  attention,   male  infertility 
and  impotence,   and  kidney  stone  diseases.     There  is  really 
no  funding  available  for  research  in  these  areas.     We  ask 
the  Subcommittee  to  direct  the  urology  program  at  NIDDK  to 
prepare  a  plan  to  reinvigorate  the  work  in  these  important 
areas.     AUA  would  participate  in  such  an  effort.  This  plan 
and  recommendations  for  resources  should  be  provided  to  the 
Subcommittee  in  time  for  inclusion  in  the  FY  1997 
appropriations  bill. 

Despite  the  support  that  Congress  has  given  to  funding  urologic 
research,   the  program  continues  to  fall  behind  other  areas  of 
activity  at  NIH.     We  believe  this  is  in  part  due  to  the  lack  of 
focus  for  urology  research  at  NIH.     Currently  grant  applications 
in  urology  are  being  sent  to  as  many  as  nine  institutes  with 
possible  review  by  any  of  over  20  study  sections.     We  strongly 
urge  a  consolidation  of  urology  research  funding,   as  well  as  a 
reduction  in  the  number  of  study  sections  reviewing  urology 
applications.     The  remaining  study  sections  should  be  expanded  to 
include  additional  urologic  scientists  to  insure  that  the 
necessary  expertise  is  there  to  have  adequate  peer  review  of  the 
applications.     We  ask  the  Subcommittee's  help  in  achieving  better 
organization  of  urologic  research  at  NIH. 

Finally,   we  wish  to  comment  on  the  Agency  for  Health  Care  Policy 
and  Research   (AHCPR) .     On  February  8,   1994,   AHCPR  announced  the 
medical  practice  guideline  for  benign  prostatic  hyperplasia 
(BPH) .     This  common,   noncancerous  enlargement  of  the  prostate 
afflicts  a  substantial  number  of  men  over  the  age  of  50.  The 
most  common  effective  treatment  is  surgery.     This  makes  it  the 
second  most  common  surgical  procedure  in  the  Medicare  program. 
AUA  was  very  pleased  to  cooperate  with  the  Agency  in  the 
production  of  this  guideline,  which  we  feel  fulfills  the  hope  the 
Congress  had  in  establishing  AHCPR.     Recent  polling  data 
indicates  a  high  level  of  acceptance  of  the  guideline's  tenets  by 
practicing  urologists.     Although  some  improvements  in  the 
Agency's  process  may  be  in  order,  we  believe  the  cooperative 
production  by  AHCPR  and  national  medical  specialty  societies  of 
medical  practice  guidelines  continues  to  make  good  sense.  We 
encourage  your  continued  support  for  this  effort. 

AUA  urges  careful  consideration  of  our  recommendations  and 
appreciates  the  opportunity  to  submit  these  comments. 
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STATEMENT  OF  ARNOLD  SCHWARZENEGGER,  EXECUTIVE 
COMMISSIONER,  INNER-CITY  GAMES 

MR.  SCHWARZENEGGER:  I  want  to  tell  you  about  the  Inner-City  Games.  They  are,  I 
believe,  part  of  the  answer  to  the  salvation  of  our  inner-city  kids. 

I  am  the  Commissioner  of  the  Inner-City  Games  for  one  reason,  because  I  know  first 
hand  that  sports  can  improve  your  life.  It  did  mine.  Sports  brought  me  to  this  country,  it 
enabled  me  to  pursue  the  American  dream.  If  sports  weren't  an  integral  part  of  my  life  there 
is  no  way  I  would  have  achieved  the  success  I  have.  And  I  can  tell  you  for  sure  I  would  never 
have  had  the  honor  of  being  here  to  testify  today. 

I  am  passionate  that  every  child  in  this  country  have  the  same  opportunity  to  learn  the 
same  life  lessons  from  sports  that  I  was  able  to.  Sports  taught  me  discipline  and  self-esteem. 
You  learn  about  camaraderie,  you  learn  about  success  and  failure,  and  you  learn  to  set  a  goal 
and  go  for  it.  Sports  also  teaches  you  to  take  care  of  your  body.  If  you  are  exercising  and 
putting  positive  energy  into  your  body,  then  you  are  much  less  likely  to  want  to  put  drugs  and 
alcohol  into  your  body. 

If  you  don't  believe  me,  and  trust  me  that's  not  a  good  thing,  then  you  can  believe  the 
countless  success  stories  that  have  come  from  the  Inner-City  Games. 

Paul  Gonzalez,  from  East  L.A.,  whose  sister  was  killed  by  gangs,  choose  to  fight  in  the 
ring  instead  of  the  streets  and  went  on  to  win  an  Olympic  Gold  Medal.  Countless  other  young 
people  who  have  been  part  of  the  Inner-City  Games  have  gone  on  to  higher  education  and  then 
found  jobs  as  educators,  policemen,  accountants  and  some  have  become  professional  athletes. 
All  have  gone  on  to  find  jobs  and  lives  outside  the  gangs  and  become  role  models  to  other  inner- 
city  kids. 

These  success  stories  are  the  result  of  the  Los  Angeles  Inner-City  Games  and  the 
visionary  man  who  created  them,  Danny  Hernandez. 

Danny  came  back  from  serving  this  country  in  the  Vietnam  War  as  a  decorated  hero,  and 
choose  to  stay  in  East  L.A.  with  his  wife  and  daughter  making  the  community  a  better  place  for 
all  to  live.  For  over  20  years,  Danny  ran  the  Hollenbeck  Youth  Center  working  with  thousands 
of  East  L.A.  young  people.  Danny  always  says  that  our  kids  are  a  lifetime  investment.  Five 
years  ago,  Danny  had  a  greater  vision,  one  that  would  positively  impact  inner-city  youth 
throughout  Los  Angeles,  including  South  Central,  hardest  hit  by  the  riots. 

Danny  envisioned  the  Inner-City  Games,  an  annual  sports  and  academic  competition 
where  all  the  kids  who  participated  were  winners,  and  once  involved  could  be  encouraged  in 
many  positive  areas  of  life.  The  Inner-City  Games  empowers  the  kids  to  say  No  to  violence, 
No  to  gangs  and  No  to  drugs  and  Yes  to  sports,  Yes  to  education  and  Yes  to  hope! 

Danny  asked  my  help,  he  asked  if  I  would  be  Commissioner.  Having  spent  years 
traveling  this  country  as  Chairman  of  the  President's  Council  on  Sports  and  Fitness,  I  knew  first 
hand  what  a  tremendous  need  there  was  for  such  a  worthwhile  program. 

In  the  four  years  I  have  worked  with  Danny  on  the  Inner-City  Games  in  Los  Angeles, 
we  have  proudly  watched  their  growth  and  positive  impact  on  the  young  people  involved.  Last 
year  over  120,000  inner-city  youth  participated  throughout  the  year  in  48  sports,  ranging  from 
soccer  and  karate  to  swimming  and  water  skiing,  and  were  narrowed  down  to  5,000  finalists  for 
the  last  week  of  competitions.  The  final  week  was  kicked  off  by  an  empowering  opening 
ceremony,  hosted  by  Whoppi  Goldberg  and  Jay  Leno,  attended  by  Boys  II  Men,  Tom  Selleck, 
Danny  Glover,  Mayors  Bradley  and  Riordan,  and  Governor  Wilson.  We  were  also  pleased  to 
have  Senate  Majority  Leader  Bob  Dole  with  us  last  year. 

Because  the  Los  Angeles  Games  were  so  successful,  as  is  my  nature  I  had  a  bigger  vision 
-  to  expand  the  Inner-City  Games  nationwide  because  so  many  cities  are  experiencing  the  same 
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inner-city  problems  as  Los  Angeles.  So  we  invited  different  cities  to  observe  last  year's  Games 
in  Los  Angeles. 

Fifteen  cities  sent  representatives  to  observe  the  1994  Los  Angeles  Games  and  we  have 
selected  five  pilot  cities  to  hold  their  first  Inner-City  Games  in  1995.  As  we  expand  beyond  Los 
Angeles  to  other  cities  we  will  involve  the  thousands  of  professional  athletes  who  are  heros  to 
so  many  young  people,  as  well  as  prominent  local  community  leaders,  mayors,  governors, 
housing  authorities,  youth  centers  and  of  course  the  business  community. 

As  was  my  goal  when  chairing  the  President's  Council  of  Fitness,  I  am  involving  the 
business  community  in  supporting  the  Inner-City  Games  with  their  time,  skills  and  finances.  I 
am  also  organizing  fund  raisers  and  movie  screenings  to  financially  support  the  Games,  as  I  did 
in  Los  Angeles.  However,  if  we  are  going  to  be  successful  in  getting  this  program  to  every  city 
with  inner-city  problems  and  reaching  the  millions  of  young  people  whose  lives  can  be  turned 
around  by  this  program,  then  it  will  take  a  partnership  between  the  private  sector  and 
government. 

I  would  ask  the  Committee  and  the  relevant  agencies  to  take  a  close  look  at  the  Inner- 
City  Games.  The  Games  could  serve  as  a  model  for  expansion  nationwide.  In  this  respect,  I 
believe  that  the  Fiscal  Year  1996  funds  and  the  appropriate  report  language  for  objectives  such 
as  the  Community  Schools  Youth  Services  and  Supervision  program  and  the  Youth 
Initiative/Youth  Gangs  program  in  the  Department  of  Health  and  Human  Services  should  be  used 
to  support  a  partnership  to  help  the  youth  and  young  adults  in  America.  In  addition,  there  are 
several  youth  prevention,  intervention  and  anti-violence  programs  which  are  funded  through  the 
Office  of  Juvenile  Justice  and  Delinquency  Programs  at  the  Department  of  Justice,  as  well  as 
technical  assistance  from  the  Department  of  Housing  and  Urban  Development.  I  believe  that 
these  programs  would  be  a  benefit  to  inner-city  youth,  as  well  as  the  Inner-City  Games. 

I  wish  you  could  hear  the  stories  of  the  kids  who  participate  in  the  Games.  They  are  the 
reason  I  do  this.  They  are  inspirations  to  us  all.  Therefore,  I  want  to  invite  all  of  you  to  L.A. 
for  our  Fifth  Anniversary  this  summer  to  see  for  yourselves  the  extraordinary  impact  that  the 
Games  have  on  the  kids. 

Thank  you  for  allowing  me  to  submit  this  written  testimony. 


STATEMENT  OF  THE  ARTHRITIS  FOUNDATION 

The  Arthritis  Foundation  is  pleased  to  submit  public  witness  testimony  to  the  Senate 
Appropriations  Committee  Subcommittee  on  Labor,  Health  and  Human  Services,  and  Education. 
Specifically,  we  are  interested  in  the  need  for  increased  funding  for  the  National  Institute  for 
Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS). 

The  Arthritis  Foundation  is  a  national  voluntary  health  organization  with  68  chapters 
across  the  U.S. ,  representing  a  source  of  help  and  hope  for  the  nearly  40  million  Americans  who 
have  arthritis.  The  Arthritis  Foundation  supports  research  to  find  a  cure  for  and  prevention  of 
arthritis,  and  seeks  to  improve  the  quality  of  life  for  those  affected  by  arthritis.  It  is  the  only 
national  voluntary  health  organization  that  works  for  all  people  affected  by  any  of  the  100  forms 
of  arthritis  or  related  diseases.  Volunteers  in  chapters  help  support  research,  professional  and 
community  education  programs,  services  for  people  with  arthritis,  government  advocacy,  and 
fund-raising  activities. 

Arthritis  refers  to  more  than  100  different  diseases  which  affect  areas  around  joints  but 
can  also  affect  other  parts  of  the  body,  including  important  supporting  structures  such  as 
muscles,  tendons,  and  ligaments.  Arthritis  causes  pain  and  the  loss  of  movement.  For  most 
individuals  suffering  from  arthritis  the  condition  is  chronic,  meaning  that  the  pain  and  discomfort 
of  arthritis  will  never  go  away. 
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Arthritis  affects  approximately  50  percent  of  those  aged  65  and  older,  and  the  prevalence 
of  the  disease  increases  rapidly  after  age  45.  The  disease  affects  more  women  than  men  ~ 
almost  23  million  women  suffer  from  arthritis.  In  addition,  some  285,000  children  under  the 
age  of  18  are  affected. 

Examples  of  the  most  common  forms  of  arthritis  are  osteoarthritis,  rheumatoid  arthritis, 
fibromyalgia  and  osteoporosis.  Osteoarthritis,  in  which  the  cartilage  that  covers  and  cushions 
joints  breaks  down,  is  the  most  common  form  of  arthritis  and  affects  an  estimated  15.8  million 
people,  mostly  after  the  age  of  45.  Fibromyalgia,  which  affects  muscles  surrounding  joints, 
affects  an  estimated  5  million  Americans,  mostly  women.  Rheumatoid  arthritis,  a  chronic 
inflammatory  disease  of  unknown  cause,  affects  an  estimated  2.1  million  people  —  1.5  million 
women  —  and  can  be  severely  disabling.  Approximately  25  million  suffer  from  osteoporosis, 
which  causes  bone  mass  to  decrease,  making  bones  more  susceptible  to  fractures.  Osteoporosis 
is  the  leading  cause  of  bone  fractures  in  postmenopausal  women  and  the  elderly,  and  one  out  of 
two  women  age  50  and  older  will  be  at  risk  of  sustaining  a  fracture  due  to  osteoporosis  during 
their  remaining  lifetime. 

Arthritis  is  the  number-one  cause  of  disability  in  America.  It  limits  everyday  activities, 
such  as  dressing,  bathing,  and  walking,  for  an  estimated  7  million  Americans.  Arthritis  costs 
the  American  economy  almost  $55  billion  each  year  in  direct  medical  costs  and  lost  productivity 
and  is  responsible  for  27  million  days  of  restricted  activity;  156  million  days  in  bed;  and  45 
million  days  lost  from  work. 

In  total,  arthritis  affects  the  lives  of  15  percent  of  the  U.S.  population,  or  one  in  seven 
people.  Still,  there  seems  to  be  a  public  perception  that  arthritis  somehow  is  not  as  "serious" 
as  other  diseases  ~  perhaps  because  it  is  not  a  cause  of  death  -  and  therefore  not  as  much 
attention  is  paid  to  the  need  for  funding  arthritis  research.  But  startling  new  figures  from  the 
Centers  for  Disease  Control  and  Prevention  (CDC)  may  change  this  perception:  By  the  year 
2020,  arthritis  will  affect  59.4  million  Americans  --  that  is  18.2  percent  of  the  population,  or 
nearly  one  in  every  five  people! 

The  questions,  or  should  we  say  the  challenges,  that  we  present  to  the  members  of  this 
Committee  are,  "What  can  we  do  to  help  the  nearly  40  million  people  with  arthritis?,"  and 
"What  can  we  do  today  to  prepare  for  2020?" 

Although  that  is  a  multifaceted  challenge,  the  answer  to  one  component  lies  in  research. 
The  National  Institute  of  Ajrthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS)  conducts 
basic  research  initiatives  in  joint  destruction;  connective  tissue  research;  molecular,  cellular  and 
genetic  initiatives  in  osteoarthritis  and  rheumatoid  and  musculoskeletal  diseases  which  plague 
millions  of  adults  and  children.  NIAMS  is  currently  conducting  research,  with  great  success, 
on  the  crippling  diseases  of  rheumatoid  arthritis,  osteoarthritis,  lupus,  osteoporosis  and 
scleroderma,  to  name  a  few. 

Thanks  to  the  support  of  NIAMS,  researchers  have  made  progress  in  determining  the 
causes  of  some  forms  of  arthritis.  Researchers  have  now  proven  in  animals  that  both  a  bacterial 
trigger  and  a  genetic  susceptibility  are  necessary  for  some  forms  of  the  disease  to  occur.  Rats 
carrying  the  human  HLA-B27  gene  (the  gene  long  known  to  be  a  marker  for  a  group  of 
rheumatic  disorders)  are  raised  in  a  germ-free  environment,  they  no  longer  develop  arthritis. 
These  experiments  show  that  although  the  gene  plays  a  central  role,  intestinal  bacteria  are  needed 
to  cause  arthritis.  Finding  which  specific  types  of  bacteria  trigger  arthritis,  and  how  they  do  it, 
could  lead  to  the  development  of  highly  specific  treatments  to  prevent  arthritis  and  intestinal 
inflammation  in  people  who  carry  the  HLA-B27  gene. 

This  breakthrough  is  just  one  of  the  many  exciting  research  developments  to  emerge  from 
NIAMS.  However,  NIAMS's  budget  remains  inadequate  to  meet  the  challenges  of  the  many 
different  diseases  and  the  numerous  promising  research  opportunities  within  its  mandate.  An 
estimated  additional  $34.4  million  would  have  been  needed  in  1994  to  allow  NIAMS  to  fund  the 
same  percentage  of  grant  applications  as  NIH  overall.  With  this  additional  sum,  NIAMS  could 
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have  funded  25  percent  of  its  research  grant  applications  --  the  NIH  average  --  rather  than  the 
19  percent  estimated  for  1994. 

Additional  investment  into  the  NIAMS  could  have  important  implications  for  cost  savings 
in  the  future.  As  previously  stated,  arthritis  currently  costs  the  American  economy  almost  $55 
billion  annually.  Add  20  million  more  people  with  the  condition  over  the  next  25  years,  and 
the  economic  implications  are  staggering.  By  finding  ways  to  keep  arthritis  sufferers  out  of  the 
hospital  and  in  the  work  force  can  greatly  reduce  this  burden  on  our  nation's  economy. 

While  there  is  no  known  cure  for  arthritis,  scientists  believe  research  could  yield  results 
in  time  to  help  prevent  some  new  cases  by  the  first  quarter  of  the  21st  century,  in  addition  to 
new  treatments  to  help  ease  the  pain  of  current  sufferers.  For  example,  further  research  into 
osteoarthritis  could  find  ways  of  Dreven'ing  cartilage  destruction  or  ways  to  grow  new  cartilage 
in  people  who  already  have  osteoarthritis.  Some  scientists  believe  that  within  twenty  years,  it 
may  be  possible  to  protect,  and  possibly  even  repair  cartilage.  But  to  make  this  supposition  a 
reality,  further  research  and  clinical  trials  are  necessary,  and  that  takes  research  dollars. 

NIAMS  is  consistently  at  the  low  end  of  the  pay  scale  among  the  NIH  Institutes.  The 
NIAMS  success  rate  has  been  below  the  NIH  average  for  nearly  every  year  since  the  mid-1980s. 
A  17%  increase  for  NIAMS,  from  the  1995  appropriation  of  $231  million  to  $271  million, 
would  take  NIAMS  to  slightly  above  the  NIH  average  success  rate.  We  realize  that  an 
increase  of  this  magnitude  is  not  possible  at  this  time,  however,  it  is  our  hope  that  the 
Committee  can  provide  additional  funds  to  enable  NIAMS  to  begin  to  support  a  higher 
percent  of  its  grant  applications.  Further,  it  should  be  noted  that  the  Administration's  request 
for  NIAMS  is  only  3.0%  above  the  1995  appropriation,  compared  to  the  4.1%  increase  for  all 
of  NIH.  This  is  particularly  disturbing  given  NIAMS  small  funding  base  and  low  success  rate. 
With  adequate  support,  NIAMS  will  be  able  to  continue  research  into  discovering  the  underlying 
causes  of  arthritis  and  decrease  suffering  by  developing  effective  treatments.  Finally,  and  most 
critically,  increased  dollars  will  allow  NIAMS  to  further  its  mission  to  find  ways  to  control, 
cure,  and  ultimately  prevent  arthritis. 


STATEMENT  OP  DANA  CONTRATTO,  COUNSEL,  ON  BEHALF  OF  THE 
ASSOCIATED  GAS  DISTRIBUTORS 

Associated  Gas  Distributors  (AGD)  is  a  trade  association  of  44  local  natural  gas 
distribution  utilities  that  provide  gas  service  to  tens  of  millions  of  consumers  across 
the  country.  AGD  and  its  members  have  long  supported  the  Low  Income  Home 
Energy  Assistance  Program  (LIHEAP)  and  respectfully  urge  the  continuation  of  it. 

AGD  recognizes  that  federal  government  funding  of  numerous  programs  is  being 
very  carefully  reviewed  by  Congress  and  the  Administration.  Just  as  many  businesses 
in  the  private  sector  are  "re-engineering"  and  rethinking  established  operating  and 
management  systems  to  obtain  further  efficiencies  and  become  more  competitive,  so 
too  is  the  federal  government  "reinventing"  itself  and  trying  to  "do  more  with  less." 

LIHEAP  is  a  well-regarded  and  established  social  assistance  program  that  helps 
those  with  less  do  more.  It  has  led  by  example  and  facilitated  the  growth  of  many 
and  substantial  complementary  private  sector  energy  assistance  programs.  For 
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example,  natural  gas  utilities  have  well-established  programs  to  assist  customers  in 
meeting  the'r  energy  needs.  These  programs  often  include  fuel  assistance  funds 
supported  by  private  contributions  and  utility  shareholders.  Fuel  funds  have  grown  in 
large  part  from  the  federal  LIHEAP  example,  and,  although  they  are  now  an  important 
contributor  to  the  mix  of  assistance  provided  to  low  income  consumers,  they  remain 
small  in  relation  to  the  federal  LIHEAP  contribution  and  would  not  be  able  to  make  up 
for  significant  reductions  in  LIHEAP  funding. 

It  is  also  an  inadequate  response  to  the  energy  assistance  needs  of  low  income 
people  to  say  that  social  welfare  costs  of  the  magnitude  of  LIHEAP  can  be  borne  by 
utilities  or  their  other  ratepayers.  State  utility  rate  regulation  restrains  utility  returns, 
and  service  regulation  simultaneously  requires  utilities  to  serve  customers  in  the  public 
interest.  Moreover,  the  competitive  environment  for  energy  services  has  become 
particularly  intense  in  recent  years.  While  utilities  may  be  required  to  serve  customers, 
the  simple  fact  is  that  customers  are  not  required  to  purchase  utility  services.  Thus, 
if  and  when  social  welfare  costs  embedded  in  utility  rates  increase  to  offset  LIHEAP 
funding  reductions,  utility  customers  will  be  driven  to  competitive  energy  suppliers 
that  are  not  burdened  with  such  costs. 

LIHEAP  has  been  a  model  of  effectiveness  in  block  grant  programs  and  has 
provided  assistance  in  a  direct,  tangible,  and  targeted  way  which  routinely  helps  those 
who  need  help  most  when  they  need  it  most.  It  is,  in  short,  a  good  federal  program 
that  is  necessary  for  public  welfare  and  because  private  relief  efforts  cannot  meet 
those  welfare  needs.  It  should  be  continued. 

The  obvious  success  of  LIHEAP  is  laudable  and  should  be  viewed  as  a  sound 
foundation  to  improve  and  enhance  the  program  further.  LIHEAP  costs  could,  perhaps, 
be  reduced  in  a  number  of  ways.  For  example,  program  administration  efficiencies 
through  streamlining  may  be  available  given  the  many  years  of  established 
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implementation  of  LIHEAP.  Second,  it  may  be  possible  to  gain  efficiencies  through 
cooperative  or  "piggyback"  ventures  with  existing  utility  fuel  fund  programs.  Third, 
enhanced  use  of  "leveraging"  may  draw  more  private  or  state  and  local  funding  to 
energy  assistance  by  rewarding  successful  private  or  state  and  local  efforts  with  a 
larger  proportion  of  the  federal  funds  available.  Finally,  the  fifty  creative  state 
"laboratories"  could  be  allowed  more  discretion  and  flexibility  in  their  use  of  available 
federal  funds.  Some  states  may  well  adhere  to  the  slams  OUQ,  but  others  will 
invariably  invent  new  and  imaginative  techniques  for  more  efficient  and  effective 
distribution  of  funds.  The  federal  program  should  encourage  these  kinds  of  initiatives 
and  be  the  "clearinghouse"  for  communicating  to  all  state  program  administration 
offices  any  novel  developments  from  which  all  could  benefit. 


STATEMENT  OF  JOHN  S.  KOVACH,  M.D.,  PRESIDENT,  ASSOCIATION  OF 
AMERICAN  CANCER  INSTITUTES 

Mr.  Chairman,  Members  of  the  Subcommittee,  ladies  and  gentlemen.  I  want  to 
thank  you  for  the  opportunity  to  provide  testimony  on  behalf  of  the  Association  of 
American  Cancer  Institutes  (AACI).  My  name  is  Dr.  John  Kovach,  President  of  AACI 
and  Executive  Vice  President  for  Medical  and  Scientific  Affairs,  City  of  Hope  National 
Medical  Center  and  Director  of  the  National  Cancer  Institute-designated  Cancer 
Center  at  the  City  of  Hope,  Los  Angeles,  California. 

The  Association  of  American  Cancer  Institutes  represents  55  National  Cancer 
Institute-designated  "comprehensive",  "clinical",  and  "basic"  science  cancer  research 
centers,  and  an  additional  23  institutions  with  large  cancer  care  and  research 
programs.  Many  of  these  institutions  are  presently  seeking  NCI-cancer  center 
designation.   NCI  awards  this  designation  on  a  highly  competitive  basis  to  those 
centers  who  have  demonstrated  their  exceptional  capabilities  in  cancer  research 
meeting  benchmarks  for  their  programs  in  cancer  care,  prevention  and  outreach.  In 
short,  it  is  tough  to  get  and  highly  valued  when  received. 

Mr.  Chairman,  you  are  one  of  the  true  leaders  in  Congress  in  support  of  the  NIH. 
We  know  that  you  fully  understand  that  increased  support  for  NIH  will  benefit  not  only 
the  cancer  centers'  program,  but  the  entire  biomedical  infrastructure  of  the  nation.  In 
its  wisdom,  the  United  States  Congress  created  the  NIH,  the  most  effective 
organizational  structure  in  the  world  for  the  solicitation,  review  and  funding  of 
biomedical  research.  This  has  resulted  in  the  pre-eminence  of  the  United  States  in 
biotechnology.  But,  because  funding  for  the  National  Institutes  of  Health  has  been 
relatively  flat  in  recent  years,  we  are  jeopardizing  our  nation's  future  as  the  world 
leader  in  science.  For  instance,  in  1971  the  success  rate  for  grant  applications 
submitted  to  the  National  Cancer  Institute  by  investigators  was  about  40%.  Since 
then,  the  rate  of  funding  for  the  National  Cancer  Institute  has  declined  to  about  22%.  A 
10%  budget  increase  in  FY  '96  would  provide  a  14%  improvement  in  funding  these 
research  project  grants.  No  matter  how  successful  our  targeted  efforts  are  in 
biomedical  research,  and  no  matter  how  innovative  our  pharmaceutical  companies 
are,  government  support  of  our  young  scientists  and  established  clinical  and  basic 
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researchers  is  critical  if  they  are  to  use  their  expertise  for  the  benefit  of  the  country. 
Great  advances  in  cancer  research  are  right  on  the  horizon,  and  the  rapid  translation 
of  those  advances  from  the  laboratory  to  the  patient  is  central  to  the  mission  of  the 
nation's  cancer  centers. 


In  1971 ,  the  National  Cancer  Act  established  the  National  Cancer  Center 
program.  The  Cancer  Center  Program  integrates  the  best  current  cancer  practices 
within  the  context  of  advancing  technology,  to  improve  our  understanding  of  cancer 
causation  and  methods  of  prevention  and  psychosocial  support.  Each  of  the  some  55 
cancer  centers  designated  either  "comprehensive",  "clinical"  or  "basic"  by  the  National 
Cancer  Institute,  must  pass  stringent  peer  review  by  an  ad  hoc  committee  selected  by 
the  National  Cancer  Institute,  review  by  a  standing  National  Cancer  Institute  committee 
of  cancer  experts  and  finally,  scrutiny  by  the  National  Cancer  Advisory  Board.  This  is 
the  most  competitive  and  thorough  mechanism  in  our  health  care  system  for  assessing 
the  quality,  reliability  and  appropriateness  of  programs  for  the  prevention,  diagnosis, 
and  treatment  of  cancer.  Indeed  it  is  the  envy  of  the  world. 

Cancer  centers  bring  together  multi-disciplinary  teams  which  provide  the 
expertise  necessary  to  make  the  sometimes  very  difficult  recommendations  to  patients 
for  whom  no  current  therapy  will  work.  Cancer  centers  provide  the  opportunity  for 
some  of  these  patients  to  participate  in  highly-focused  and  carefully  designed 
investigational  clinical  studies  to  evaluate  promising,  but  yet  unproven  approach  to 
treatment. 


Some  critics  have  expressed  the  idea  that  cancer  centers  pursue  an 
interminable  series  of  unproven  experimental  treatments,  perhaps  to  the  detriment  of 
the  patient  and  at  extra  cost  to  the  health  care  system.  These  critics  contend  that 
comparable  and  perhaps  more  appropriate  cancer  care  is  delivered  by  organizations 
not  burdened  by  programs  of  research.  It  is  very  important  for  the  Committee  and  for 
Congress  to  appreciate  that  cancer  chemotherapy  trials  conducted  at  cancer  centers 
are  designed  to  improve  the  results  of  inadequate  methods  of  treatment  for  most  of  the 
common  cancers.  At  advanced  stages,  carcinomas  of  the  lung,  breast,  colon, 
pancreas,  ovary  and  prostate  are  still  not  curable.  However,  remarkable  progress  has 
been  made  in  th*  cure  of  many  types  of  childhood  cancer,  testicular  cancer,  and 
lymphomas  through  our  cancer  center  research  programs.  Most  patients  elect  to 
participate  in  clinical  trials  because  they  recognize  that  they  will  receive  at  least  the 
best  of  current  standard  therapy  or  a  new  therapy  which  has  the  potential  of  being 
more  effective  than  standard  practice;  and  secondly,  that  their  participation  in  clinical 
research  may  help  future  cancer  patients.  Because  of  cancer  centers  expertise  they 
are  in  the  best  position  to  provide  accurate  diagnosis  and  the  most  appropriate 
recommendations. 


As  managed  health  programs  are  being  developed  throughout  the  country  in  an 
effort  to  curb  escalating  costs,  it  may  become  difficult  if  not  impossible  for  cancer 
centers  to  continue  to  provide  leadership  in  developing  more  effective  programs  for 
cancer  prevention  and  therapy  in  the  future.  There  is  no  question  that  without  stable 
funding  cancer  centers  will  no  longer  be  able  to  support  the  next  generation  of  young 
scientists  interested  in  careers  in  clinical  research.  An  even  more  pressing  danger  is 
that  in  our  effort  to  curb  health  care  costs,  patient  access  to  cancer  centers  may  be 
sharply  curtailed  by  financial  considerations.  Indeed,  it  is  important  to  the  1.2  million 
persons  who  will  be  diagnosed  with  cancer  this  year  to  have  guaranteed  access  to 
state-of-the-art  care,  and  be  assured  that  their  health  plans  will  cover  scientifically 
approved  investigational  treatments.  Without  stable  funding,  as  well  as  guaranteed 
access  and  coverage,  a  patient's  best  hope  for  the  discovery  of  new  treatments  may 
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be  denied.  As  you  continue  to  deal  with  health  care  reform,  we  urge  you  to  insure 
these  basic  guarantees. 

Over  the  years  cancer  centers  have  provided  national  benchmarks  for 
assessing  the  reasonableness  and  effectiveness  of  cancer  care.  In  the  absence  of 
such  standards,  payors,  whether  private  or  governmental,  will  have  no  uniform  method 
for  assuring  a  patient's  access  to  appropriate  care,  or  for  denying  inappropriate  care. 

Cancer  centers  are  also  leaders  in  reaching  out  to  the  medically  underserved. 
This  is  an  expectation  of  all  cancer  centers,  and  a  requirement  of  comprehensive 
cancer  centers. 


Centers  also  lead  the  way  in  developing  more  effective  programs  for  pain 
control  and  methods  for  further  enhancing  the  efficacy  of  psychosocial  programs. 

Finally,  cancer  centers  are  a  focal  point  within  their  community  and  regions 
generating  extraordinary  levels  of  volunteerism  and  private  philanthropy.  Although  no 
firm  figures  are  available,  it  is  certain  that  the  NCI  funds  supporting  cancer  centers 
leverage  private  support  many  times  over. 

The  challenge  for  all  of  us  is  to  best  utilize  this  national  system  to  assure  the 
best  and  most  cost-effective  care  for  the  cancer  patient  of  today,  and  to  provide  support 
for  the  research  needed  to  realize  improved  methods  of  prevention,  diagnosis  and 
treatment  for  the  cancer  patients  of  tomorrow. 

In  summary,  we  urge  your  Committee  to  increase  the  NIH  and  NCI  budget  for 
FY  1996  to  12.5  billion,  a  10%  increase.  As  mentioned,  this  would  provide  a  14% 
increase  in  funding  for  research  grants.  In  addition,  we  urge  your  committee  to  take 
the  time  to  review  the  elements  of  the  Bypass  Budget,  which  is  submitted  each  year  by 
the  NCI  director.  This  document  delineates  existing  scientific  opportunities  and  the 
professional  needs  of  the  National  Cancer  program  as  reviewed  by  the  NCI 
leadership.  We  also  ask  that  any  health  care  legislation  assure  patients  have  access 
to  cancer  centers  and  insure  coverage  for  investigational  treatments. 


Mr.  Chairman,  the  leaders  of  the  nations  cancer  centers  appreciate  the  difficult 
task  you  face  in  your  budget  deliberations.  We  thank  you  for  your  leadership  on  behalf 
of  biomedical  research. 


STATEMENT  OF  THE  ASSOCIATION  OF  AMERICA'S  PUBLIC  TELEVISION 

STATIONS 

America  has  203  local  public  television  stations  that  reach  99  percent  of 
American  television  households,  over  the  air  and  free,  through  a  system  that 
is  in  place  and  working  now.  The  system  is  owned  by  the  American  people 
through  local  community  institutions.  Money  that  this  committee 
appropriated  for  public  broadcasting  in  fiscal  year  1995  provides  one  of  the 
best  bargains  available  for  the  federal  dollar. 

Local  public  television  stations  provide  services  that  help  children  learn,  that 
help  adults  learn  to  read,  that  help  high  school  dropouts  get  a  GED  diploma; 
services  that  train  child  care  providers  and  enable  1.8  million  teachers  to  use 
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quality  instructional  programming  to  reach  29  million  students;  services  that 
bring  quality  cultural  and  informational  programming  to  senior  citizens  and 
the  disabled. 

Public  television  provides  an  opportunity  for  all  Americans  to  have  access  to 
education,  information  and  the  richness  of  our  heritage.  It  reaches  an 
average  of  102  million  people  a  week,  including  over  half  of  all  children  aged 
2-5. 

Most  of  public  television's  preschool  viewers  are  from  homes  where  the 
average  income  is  below  $30,000.  More  than  half  of  the  regular  viewers  of 
public  television  (59  percent)  are  from  households  with  income  of  less  than 
$40,000  a  year. 

Public  television  offers  many  who  reside  in  the  rural  areas  of  America  their 
only  source  of  cultural  opportunities  in  the  performing  arts.  When  PBS  aired 
the  production  of  Wagner's  complete  four-opera  "Ring  Cycle,"  over  12 
million  viewers  tuned  in.  The  operas  were  seen  by  more  people  in  one  week 
on  public  television  than  had  ever  seen  them  in  all  other  productions 
combined,  since  the  first  performance  was  held  in  1876.  Twenty-seven 
percent  of  the  audience  was  from  households  with  annual  incomes  of  under 
$20,000. 

Today,  public  television  is  more  than  broadcasting.  Federal  funds 
appropriated  through  this  subcommittee  support  a  wide  range  of  educational 
services:  instructional  TV  programming,  special  viewer  guides, 
teleconferences,  workshops,  and  computer  networks  to  serve  the  needs  of 
students,  teachers,  parents,  and  child  care  providers.  In  each  of  these  areas, 
public  television  is  cost  effective,  particularly  compared  to  traditional 
government  programs,  in  reaching  the  target  audiences  with  educational 
content. 

Public  television  stations  are  local  institutions  that  are  responsive  and 
accountable  to  the  local  community.  They  are  educational  resources  with 
special  expertise  in  media  and  technology;  partners  with  schools  and  child 
care  centers.  They  can  reach  everyone.  Local  public  television  stations  are 
effective  partners  in  helping  with  the  education  challenges  of  the 
information  age. 

Public  television  stations  work  directly  with  local  schools.  They  average  five 
and  a  half  hours  a  day  of  instructional  programming  for  classroom  use.  They 
broadcast  overnight  so  that  teachers  can  record  and  build  a  library  of 
programs.  Stations  encourage  this  and  many  publish  special  guides  for 
teachers  as  well  as  supplementary  materials  to  facilitate  the  use  of  public 
television  programs  in  the  classroom.  Many  rural  schools  cannot  afford  the 
broad  range  of  teachers  and  the  resources  to  students  that  public  television 
brings  into  their  classrooms. 

There  are  88,000  adults  currently  enrolled  in  the  GED  program  through  their 
local  public  television  station.  Over  one-and-a-half  million  productive  adults 
have  obtained  their  high  school  diplomas  through  this  program.  Just  the 
economic  return  to  our  society  from  the  GED  program  makes  funding  public 
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broadcasting  worth  the  investment.  It  also  dispels  the  notion  that  public 
television  is  only  for  the  rich  and  elite. 

Local  public  television  stations  also  enable  350,000  tuition-paying  students  a 
chance  to  earn  a  college  degree  through  television.  These  generally  older 
students  often  live  off  campus,  are  employed  and  have  adult  responsibilities. 
Public  television  helps  them  move  ahead  by  making  a  college  degree 
accessible. 

Public  television  is  a  positive  force  in  addressing  equity  and  access  issues  in 
education;  a  primary  role  for  the  federal  government  in  education.  There  is 
strong  sentiment  to  loosen  federal  control  of  the  education  dollars  and  send 
the  money  directly  to  the  states  to  give  local  schools  greater  flexibility 
spending  their  federal  dollars.  Public  television  does  that  now.  There  is  no 
mandate  from  some  Washington  agency  telling  local  stations  how  they  must 
spend  their  federal  dollars.  Public  television  stations  pay  a  fee  to  purchase 
national  program  services,  and  each  station  has  the  final  decision  on  what 
programs  it  chooses  to  air.  Further,  much  of  what  individual  stations 
broadcast  is  produced  for  local  viewing. 

Public  broadcasting  is  involved  in  teacher  training  and  the  use  of  media  to 
assist  the  many  groups  in  our  society  who  need  help  in  mastering  English. 
Educational  television  is  a  valuable  tool  for  the  classroom  teacher.  Even 
moderately  wealthy  schools  are  a  long  way  off  from  easy  access  to  advanced 
technologies.  Most  schools  have  one  or  two  cable  hook-ups  for  the  entire 
school;  teachers  do  not  have  telephones  in  their  classrooms,  so  modems  and 
Internet  cannot  be  used,  and  not  all  classrooms  have  computers.  While  not 
the  only  educational  tool  provided  by  public  television,  video  is  used  very 
effectively  in  the  classroom. 

Beyond  the  national  primetime  schedule,  public  television  is  involved  with 
programs  that  explore  social,  educational  and  community  issues.  A  chief  goal 
of  public  television  "outreach"  programs  is  to  provide  viewers  with  examples 
of  concrete  actions  they  can  take  to  translate  desires  to  improve  their  lives 
into  local  action  for  constructive  change. 

Public  television  has  dedicated  major  resources  to  programming,  support 
materials  and  activities  around  the  topic  of  literacy,  the  family,  women's  _ 
health  and,  for  the  next  two  years,  youth  violence. 

Systemwide,  the  CPB  contribution  is  about  14  percent  of  revenue.  That 
unrestricted  14  percent  is  the  foundation  upon  which  the  system  is  built  and 
continues  to  grow. 

CPB's  community  service  grant  (CSG)  ranges  from  six  percent  of  cash  revenue 
to  over  40  percent  for  some  small  rural  stations.  More  important  is  the  value 
of  federal  dollars  to  the  public  television  system.  Without  federal  support, 
many  of  the  small  rural  stations,  whose  CSGs  amount  to  over  30  percent  of 
their  revenue,  would  likely  cease  to  exist.  Without  the  small  stations,  public 
television  would  no  longer  be  able  to  provide  local  community  service  to  all 
Americans.  Without  those  stations  in  the  system,  programming  becomes  all 
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that  much  more  expensive  to  the  remaining  stations  and  many  more  stations 
would  cease  to  operate  in  the  second  year.  Eventually,  we  would  be  looking 
at  a  system  that  is  very  different  from  what  currently  exists.  Some  parts  of  the 
system  will  survive,  but  it  certainly  wouldn't  be  public  television  as  we  know 
it  today. 

Among  major  producing  stations,  with  far  larger  budgets,  the  federal  share  is 
considerably  less,  often  under  ten  percent.  Yet  for  these  producing  stations, 
the  federal  monies  are  the  seed  money  for  major  national  productions  where 
federal  dollars  make  up  as  much  as  80  percent  of  the  initial  production  costs. 
Without  these  unrestricted  funds,  the  producers  would  be  unable  to  begin 
productions  and  attract  other  funding. 

In  each  case,  the  importance  of  the  federal  contribution  far  outweighs  the 
relative  proportion  it  represents  of  the  total  revenues. 

Some  believe  that  public  broadcasting  should  be  privatized,  although  it  is  not 
clear  what  this  means.  Several  years  ago,  the  Heritage  Foundation  originally 
raised  the  concept  in  terms  of  selling  stock  in  CPB.  The  Corporation  for 
Public  Broadcasting,  however,  has  no  assets.  Neither  it  nor  the  Public 
Broadcasting  Service  owns  or  controls  local  stations'  broadcast  licenses  or 
programs.  Individual  stations  are  licensed  by  the  FCC  and  held  in  trust  by 
universities,  local  communities  or  states.  The  Public  Broadcasting  Service  is 
primarily  a  distributor  of  programs  and  a  developer  of  educational  services;  it 
is  not  a  producer. 

If  "privatizing"  means  seeking  marketplace  sources  of  funds  for  all  of  public 
television's  costs,  then  the  discussion  is  no  longer  about  noncommercial, 
educational  programming  as  we  know  it  today.  There  is  a  model  for  this  and 
it  is  called  "commercial  broadcasting."  This  version  of  "privatizing"  cannot 
occur  without  giving  up  what  is  different  about  the  program  content  in  public 
television. 

The  issue  of  station  duplication  or  overlap  has  been  raised.  The  overlapping 
of  public  television  signals  is  a  geographic  phenomenon,  one  that  occurs 
among  many  broadcasters.  Currently,  there  are  19  metropolitan  areas  in  the 
country  which  support  more  than  one  public  television  service.  The  amount 
of  actual  program  duplication  (same  program  on  same  day),  based  on  a  recent 
PBS  study  of  eight  metropolitan  areas  with  more  than  one  station,  was  about 
seven  percent.  The  public  broadcasting  system  is  working  hard  to  evaluate 
ways  to  reduce  administrative  duplication  without  sacrificing  programming 
services  to  local  communities  and  is  prepared  to  work  with  Congressional 
authorizing  committees  to  resolve  any  perceived  inefficiency. 

Public  television  has  been  criticized  for  federal  support  for  programs  like 
Sesame  Street,  which  generate  large  amounts  of  revenue  from  ancillary 
products.  The  producers  of  Sesame  Street,  the  Children's  Television 
Workshop  (CTW),  licenses  products — it  does  so  in  order  to  reduce  the  cost  of 
the  educational  programming  it  provides.  CTW  receives  no  direct  federal 
funding  for  the  production  of  Sesame  Street.  The  Public  Broadcasting  Service 
pays  a  program  licensing  fee  to  air  Sesame  Street,  but  this  amount  covers  one- 
third  of  Sesame  Street's  production  costs.  In  FY  1994,  CTW  earned  $20 
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million  from  product  licensing  and  that  money  was  reinvested  in  Sesame 
Street  and  other  educational  projects  like  Ghostwriter,  a  literacy  initiative  for 
seven-to  ten-year  olds. 

Public  television — educational  television — serves  the  nation  with  taxpayer 
support  in  the  amount  of  80  cents  per  capita  per  year.  In  turn,  the  system 
raises  another  five  dollars  per  person  to  deliver  quality  programming  that 
enriches  and  educates  millions  of  Americans  every  day. 

There  are  three  public  educational  institutions  in  America — public  schools, 
public  libraries  and  public  broadcasting.  More  people  can  be  touched  by  public 
broadcasting,  at  any  given  moment,  than  by  the  other  two  put  together. 
Those  who  benefit  from  public  television's  services  see  it  as  a  cost-effective 
way  to  reach  people  on  critical  issues  of  the  day,  not  as  a  luxury. 

The  Association  of  America's  Public  Television  Stations  is  requesting  an 
appropriation  of  $315  million  for  the  Corporation  for  Public  Broadcasting  in 
fiscal  year  1998.  This  figure  is  a  continuation  of  the  same  amount  originally 
appropriated  for  FY  1997.  Level  funding  will  allow  public  broadcasting  to 
maintain  current  services  while  the  industry  works  with  Congress  to  resolve 
funding  issues  and  determine  the  future  of  public  broadcasting.  Public 
television  realizes  that  deficit  reduction  must  be  addressed  and  fully  expects 
to  do  its  share.  But  we  wish  to  emphasize  that  two-thirds  of  the  money 
appropriated  to  CPB  will  go  directly  to  public  television  stations  to  enable 
them  to  continue  the  kinds  of  education  and  outreach  programs  outlined  in 
this  testimony. 


STATEMENT  OF  THE  ASSOCIATION  OF  AMERICAN  UNIVERSITIES 

Graduate  education  is  a  key  component  of  the  nation's  capacity  for  human 
resource  development,  and  the  federal  government  plays  a  critical  role  in  sustaining  that 
capacity.  Doctoral  recipients  become  tne  scientists,  teachers,  and  scholars  responsible  for 
the  discovery  and  dissemination  of  new  knowledge  and  the  preservation  and 
interpretation  of  our  intellectual  and  cultural  heritage.  Doctoral  recipients  are  the 
intellectual  core  of  bur  colleges  and  universities,  but  they  play  a  critical  role  in  other  key 
sectors  of  society  as  well.  Almost  50  percent  of  1992  PhD  recipients  had  employment 
commitments  outside  the  academic  sector.  Physical  science  and  engineering  PhDs  are 
particularly  important  to  industry:  of  1992  PhD  recipients,  50  percent  of  physical  science 
PhDs  and  58  percent  of  engineering  PhDs  had  employment  commitments  in  industry. 

Master's  degree  recipients  may  go  on  to  pursue  doctoral  degrees;  more  often  they 
are  educated  to  begin  state-of-the-art  careers  in  industry,  strengthening  our  nation's 
economic  performance  in  global  competition. 

The  federal  role  in  supporting  graduate  education  is  critical.  Because  the  talented 
students  who  receive  graduate  degrees  are  a  national  resource  whose  employment 
prospects  are  not  bounded  geographically,  states  are  reluctant  to  invest  substantially  in 
graduate  education.  Similarly,  industry  investment  in  graduate  education  is  as  likely  to 
benefit  a  given  company's  competitors  as  itself.  Financially  strapped  universities  invest 
what  they  can,  particularly  in  underfunded  areas  such  as  the  humanities  and  social 
sciences.  Graduate  students  themselves  are  likely  to  have  accumulated  substantial  debt 
to  finance  their  undergraduate  education  and  incur  the  additional  cost  of  foregone 
income  to  pursue  graduate  education.  But  federal  investment  in  graduate  education  and 
fundamental  research  has  richly  benefited  this  nation,  providing  a  strong  base  of 
knowledge  and  talent  on  which  government,  industry,  and  educational  institutions  have 
drawn. 
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The  Department  of  Education's  Title  IX  graduate  fellowship  programs  are  an 
important  part  of  the  federal  government's  investment  in  graduate  education.  The  Harris 
Graduate  Fellowship  program  has  enabled  universities  to  support  thousands  of  students 
from  groups  underrepresented  in  graduate  education.  The  Javits  fellowship  program  is  the 
sole  federal  program  focusing  on  support  for  graduate  study  in  the  humanities  and  social 
sciences.  And  the  Graduate  Assistance  in  Areas  of  National  Need  (GAANN)  program  has 
enabled  productive  graduate  programs  in  areas  of  national  need  to  increase  the  number  of 
gifted  U.S.  citizens  they  can  support. 

Nonetheless,  we  are  keenly  aware  of  the  pressures  on  the  federal  budget  and, 
accordingly,  on  these  graduate  programs.  Added  to  that  financial  pressure  is  a  new 
commitment  to  try  to  make  government  smaller,  more  efficient,  and  more  effective. 
Therefore,  we  have  proposed  that  the  Department  of  Education's  graduate  programs  be 
consolidated.  We  estimate  that  this  proposal  will  reduce  program  costs  by  one-third, 
thereby  saving  $19  million  in  FY'96. 

Last  December,  AAU  assembled  a  group  of  graduate  deans  and  other  university 
officials  to  develop  a  proposal  for  consolidation  of  the  Department's  Title  IX  programs  that 
would  preserve  the  most  critical  elements  of  those  programs  while  reducing  the  number 
of  programs  and  reducing  the  federal  cost  in  dollars  and  personnel  of  administering  those 
programs.  We  believe  that  we  have  succeeded. 

We  understand  that  implementing  such  a  consolidation  proposal  will  require 
amending  authorizing  legislation,  and  we  intend  to  press  for  such  changes.  Our  request 
to  you  is  that  you  provide  a  place  holder  in  your  appropriations  bill  for  the  revised  Title  IX 
we  will  work  to  achieve. 

Our  proposal  would  consolidate  four  Title  IX  graduate  education  programs  (Javits, 
Harris,  GAANN,  and  Faculty  Development)  into  a  single  two-part  program.  In  addition,  it 
would  establish  a  new  TRIO  graduate  fellowship  program  which  would  be  available  to 
McNair  students  who  enroll  in  graduate  programs  in  pursuit  of  the  PhD. 

The  Title  IX  program  awards  would  be  allocated  strictly  on  the  basis  of  merit.  The 
program  would  be  contracted  out  to  nongovernmental,  not-for-profit  organizations  for 
program  administration,  particularly  the  merit  review  components  of  the  program.  The 
contracting  provision  would  reduce  the  demand  for  federal  employees  to  manage  the 
program  and  would  allocate  program  administration  to  organizations  and  personnel  with 
strong  records  of  quality  administration  of  such  programs. 


Programs 

One  Title  IX  National  Graduate  Fellowship  Program 

This  program  would  include  two  components.  The  first  component  would  be  a  $30 
million  traineeship  program  containing  elements  of  both  the  GAANN  and  Harris 
programs: 

•  Grants  would  be  awarded  to  academic  departments  or  programs  based  on  merit; 
grant  funds  would  be  used  by  recipient  departments  to  provide  fellowships  to 
students  selected  by  them. 

•  Departments  which  used  the  funds  to  support  students  pursuing  doctoral  study 
would  receive  three-year  grants;  departments  which  used  the  funds  to  support 
students  pursuing  master's  study  would  receive  two-year  grants. 

•  The  program  would  provide  an  incentive  for  departments  to  recruit  students  from 
minority  groups  underrepresented  in  that  department's  academic  discipline:  for 
each  student  from  such  a  group  supported  with  its  first-year  funds,  departments 
would  receive  additional  funds  in  their  continuation  grants  equal  to  an  additional 
fellowship;  these  funds  could  be  used  either  to  support  additional  students  or  to 
provide  funds  for  the  graduate  program,  such  as  acquiring  research 
instrumentation  and  providing  funds  for  fellows'  travel  to  scholarly  meetings. 
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•  All  academic  disciplines  would  potentially  be  eligible  for  support.  Those  actually 
supported  in  a  given  year  would  be  selected  on  the  basis  of  judgments  of  national 
priority  made  by  a  panel  of  federal  and  graduate  education  policymakers  drawn 
from: 

—  the  National  Science  Foundation,  the  National  Institutes  of  Health,  the 
National  Endowment  for  the  Humanities,  the  Department  of  Defense,  the 
Department  of  Energy,  the  National  Aeronautics  and  Space  Administration, 
and  the  Department  of  Agriculture  (i.e.,  the  six  federal  agencies  that  fund  95 
percent  of  academic  research,  plus  the  Humanities  Endowment),  and 

—  graduate  deans  and  other  senior  academic  administrators  drawn  from 
universities  substantially  involved  in  graduate  education. 

The  second  component  of  the  Title  IX  National  Graduate  Fellowship  Program  would 
be  a  three-year  portable  fellowship  program  for  college  graduates  pursuing  PhDs  in 
the  humanities  and  the  arts.  This  program,  which  we  request  a  funding  level  of  $10 
million,  is  modeled  after  the  current,  highly  valued  Javits  program,  with  the  following 
key  differences: 

•  the  duration  of  support  would  be  reduced  from  four  to  three  years, 

•  the  eligibility  of  graduate  study  in  the  social  science  would  be  eliminated; 
although  graduate  study  in  the  social  sciences  is  underfunded,  NSF  does  support 
some  social  science  graduate  fellowships,  and  Javits  cannot  cover  that  broad  a 
purview  when  virtually  no  federal  support  outside  of  Javits  is  allocated  to 
graduate  study  in  the  humanities  and  in  the  arts. 

Reducing  the  duration  of  awards  from  four  years  to  three,  contracting  out  the 
administration  of  the  merit  review  components  of  the  program  (as  suggested  earlier 
for  all  of  the  proposed  Title  IX  programs),  and  reducing  the  scope  of  eligible  fields 
should  provide  a  feasible  basis  for  preserving  one  of  the  most  valued  government 
programs  supporting  graduate  study. 

Other  Issues 

Use  of  Nongovernmental  Contractors 

•  The  two-part  Title  IX  National  Graduate  Fellowship  program  would  be  contracted 
out  by  the  Department  of  Education.  The  "privatization*  of  these  traineeship  and 
fellowship  programs  would  reduce  the  administrative  burden  on  the  Department, 
including  reducing  the  number  of  federal  employees  required  to  manage  the 
programs.  Use  of  nongovernmental  contractors,  as  has  been  the  practice  of  the 
National  Science  Foundation,  would  allow  the  Department  to  improve  program 
administration  while  reducing  the  burden  on  the  Department  by  securing  the 
services  of  organizations  with  extensive  experience  in  administering  such  programs, 
including  strong  ties  to  academic  faculty  essential  for  quality  merit  review. 

Incentives  for  Enrolling  Students  from  Croups  Underrepresented  in  Graduate  Education 

•  The  traineeship  component  of  the  Title  IX  National  Graduate  Fellowship  Program 
would  contain  a  strong  incentive  for  institutions  to  recruit  and  retain  graduate 
students  from  minority  groups  underrepresented  in  graduate  programs.  The  addition 
of  a  graduate  fellowship  component  to  the  McNair  program  would  strengthen  the 
capacity  of  the  McNair  program  to  achieve  its  purposes,  add  another  mechanism  for 
supporting  students  from  minority  groups  underrepresented  in  graduate  education, 
and  would  broaden  the  Department's  reach  to  include  graduate  support  targeted  on 
first-generation  and  low-income  students. 

TRIO 

In  addition  to  our  consolidation  proposal,  we  suggest  that  the  TRIO  program  be 
expanded  to  include  a  three-year  portable  graduate  fellowship  program  available  to 
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students  who  have  successfully  completed  the  McNair  undergraduate  program  and 
intend  to  enroll  in  graduate  programs  in  pursuit  of  the  PhD.  Students  would  be 
notified  of  their  eligibility  for  the  fellowship  upon  completion  of  their  McNair 
undergraduate  program,  at  the  recommendation  of  a  McNair  faculty  advisor. 

This  proposal  resembles  the  NIH's  successful  Minority  Access  to  Research  Careers 
(MARC)  program,  in  which  MARC  students  who  complete  successfully  the 
undergraduate  portion  of  the  MARC  program  qualify  for  up  to  five  years  of  graduate 
fellowship  support  through  NIH's  National  Research  Service  Awards  (NRSA) 
program. 

We  appreciate  the  opportunity  to  present  our  views  and  we  stand  ready  to  work 
with  you  on  this  proposal.  Attached  to  this  testimony  is  a  one-page  summary  of  our 
consolidation  proposal. 

The  Department  of  Education's  Graduate  Education  Programs: 
A  Proposal  for  Consolidation 

In  Cpnprnl  '  Consolidates  four  Department  of  Education  graduate  education 

in  uevitr/ui  programs  (GAANN,  Harris,  Javits,  and  Faculty  Development) 

into  a  single,  two-part  National  Graduate  Fellowship  program. 

Savings  •  Results  in  a  one-third  reduction  in  program  costs,  or  savings  of 

$19  million. 
•  Savings  are  made  possible  by: 

—  Contracting  out  most  program  responsibilities  from  the 
Department  of  Education  to  private  organizations  with 
expertise  in  national  fellowship  competitions. 

—  Reductions  in  the  federal  bureaucracy  will  be  possible  due 

to  the  contracting  out  provisions. 

—  Streamlining,  downsizing  and  restructuring  of  these 

programs. 

Merge  Four  Proqrams  into  a  *  Four  existing  graduate  education  programs  would  be 

Sinqle,  Two-Part  Program       £Toliiaten  into  a  sin«lc'  tw0'part  National  Graduate 
z   '  3  Fellowship  Program. 

Part  One—Traineeships  Traineeships 

—  Block  grants  would  be  awarded  to  high  quality  academic 
departments.  Departments  allocate  funds  to  graduate 
students  on  the  basis  of  academic  merit.  Financially  needy 
students  would  receive  a  stipend  and  schools  would  receive 
an  allowance  to  cover  tuition. 

—  Traineeships  would  be  awarded  only  in  academic 
disciplines  selected  as  national  priorities  by  an  expert 
panel. 

—  Institutions  which  recruit  students  from  underrepresented 
minority  groups  would  receive  additional  funds. 

—  $30  million  would  be  allocated  for  traineeships. 
Part  Two — Fellowships  Fellowships 

—  Fellowships  would  be  awarded  to  individual  students 
through  a  national  competition  based  on  academic  merit. 
Fellowships  would  be  portable — students  could  use  them  at 
any  institution.  Fellowships  provide  a  need-based  stipend 
for  the  student  and  an  institutional  allowance  to  cover  the 
student's  tuition. 

—  Fellowships  would  be  restricted  to  specified  liberal  arts 
fields. 


—  $10  million  would  be  allocated  for  fellowships 
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STATEMENT  OF  CORNELIUS  J.  PINGS  AND  C.  PETER  MAGATH,  ON 
BEHALF  OF  THE  ASSOCIATION  OF  AMERICAN  UNIVERSITIES 

Mr.  Chairman  and  Members  of  the  Subcommittee,  the  following  testimony  is  submitted  on 
behalf  of  the  Association  of  American  Universities  (AAU)  and  the  National  Association  of 
State  Universities  and  Land-Grant  Colleges  (NASULGC).  We  welcome  the  opportunity  to 
submit  testimony  on  the  FY96  budget  for  the  National  Institutes  of  Health  (NIH). 
Together,  AAU  and  NASULGC  represent  over  200  public  and  private  research  universities 
across  the  country.  Funds  from  the  NIH  account  for  fully  one-naif  of  the  federally 
sponsored  research  at  these  institutions. 

First,  we  want  to  take  this  opportunity  to  thank  you  and  all  the  members  of  the 
Subcommittee  for  your  consistent  support  of  biomedical  research  over  the  years.  The 
university  community  is  well  aware  that  the  Subcommittee  has  continued  to  make 
biomedical  research  a  priority  -  even  in  the  face  of  severe  budget  constraints.  We  are 
also  aware  that  the  Subcommittee  will  again  this  year  confront  tough  decisions,  perhaps 
the  toughest  yet.  It  is  our  hope  that  as  you  grapple  with  these  difficult  choices,  you  will 
continue  to  recognize  the  central  role  of  biomedical  research  in  addressing  the  current 
and  future  health  care  needs  of  all  Americans  and  many  people  around  the  world. 

The  AAU  and  NASULGC  strongly  support  an  increase  in  NIH  funding  that  will  enable  the 
NIH  to  keep  pace  with  the  enormous  research  opportunities  before  us  today.  We 
understand  that  in  his  professional  judgement  budget  the  Director  of  the  NIH  indicated 
the  NIH  could  reasonably  use  in  a  profitable  manner  a  fifteen  percent  increase  in  funding 
this  coming  fiscal  year.  We  are  very  aware  of  the  fiscal  contraints  on  the  Subcommittee 
this  year  and  recognize  the  difficulty  of  providing  such  an  increase.  However,  we  urge 
you  to  do  all  that  you  can  to  provide  the  dollars  needed  to  continue  the  investment  in 
biomedical  research  that  produces  new  discoveries,  leads  to  new  products,  cures 
devastating  diseases,  and  enhances  our  international  competitiveness. 

In  addition  to  adequate  funding  of  research  project  grants,  the  AAU  and  NASULGC  also 
believe  that  research  training  is  a  critical  element  in  maintaining  a  strong  biomedical 
research  enterprise,  and  we  urge  careful  consideration  of  the  research  training  portion  of 
the  NIH  budget.  We  also  urge  increased  investments  in  our  national  research 
infrastructure  particularly  in  the  area  of  renovation  and  upgrading  of  facilities.  As  you 
know,  many  of  our  research  facilities  continue  to  grow  old  and  obsolete.  We  simply 
cannot  maintain  a  first-rate  research  enterprise«with  second-  and  third-rate  equipment  and 
facilities. 

The  AAU  and  NASULGC  are  also  concerned  about  the  funding  levels  for  many  of  the 
programs  included  in  the  National  Center  for  Research  Resources  (NCRR).  NCRR 
programs  have  been  extremely  valuable  to  research  institutions  and  cost-effective  to  the 
government.  For  example,  in  an  era  of  limited  resources,  the  Shared  Instrumentation 
Grant  Program  (SIG)  offers  a  way  to  leverage  scarce  federal  dollars  to  ensure  the 
availability  of  sophisticated  but  often  expensive  scientific  equipment.  The  university- 
based  General  Clinical  Research  Centers  (GCRCs)  provide  the  state-of-the-art 
instrumentation,  skilled  laboratory  technicians,  research  nurses,  and  specialized 
laboratory  and  computer  facilities  essential  to  conducting  much  of  the  clinical  research 
underway  today.  Unfortunately,  funding  for  GCRCs  and  SIG,  along  with  many  other 
NCRR  programs,  has  not  kept  pace  with  program  needs  and  capacity. 

At  this  point,  Mr.  Chairman,  we  make  brief  mention  of  another  topic  of  importance  to  the 
research  community,  namely  the  costs  of  conducting  university-based  research  and  the 
policies  that  govern  federal  reimbursement  of  them.  As  you  know,  significant  changes 
nave  been  made  over  the  past  four  years  in  federal  policies  for  the  reimbursement  of 
indirect  (administrative  and  facilities)  costs  associated  with  research.  On  February  6, 
1995,  the  Office  of  Management  and  Budget  proposed  additional  revisions  in  Circular  A- 
21  designed,  among  other  things,  to  involve  greater  participation  by  the  government  in 
the  determination  of  what  fraction  of  new  research  facility  and  renovation  costs  will  be 
reimbursed  by  the  federal  government  through  the  creation  of  federal  benchmarks. 
Other  changes  are  proposed  to  simplify  administrative  and  accounting  procedures,  and 
promote  predictability,  stability,  equity,  and  consistency  in  federal  payments  for  research. 
While  the  AAU  and  NASULGC  may  not  agree  with  all  the  proposals  included  in  the 
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February  6  Federal  Register,  we  strongly  believe  the  management  and  writing  of 
government-wide  regulations  for  our  research  reimbursement  system  should  be  done  by 
the  executive  branch  agencies  with  the  responsibility  for  administering  the  national 
research  program.  We  urge  that  the  Subcommittee  oppose  efforts  to  micromanage 
university  research  funds  by  targeting  cuts  in  the  administrative  and  facilities  portion  of 
research  costs. 

It  is  the  federal  investment  in  biomedical  research  that  has  pioneered  the  innovations  that 
have  improved  so  dramatically  our  health,  economic  well-being,  and  quality  of  life.  The 
members  of  this  subcommittee  have  fought  long  and  hard  to  provide  the  funding  levels 
needed  to  support  this  research.  In  this  difficult  budgetary  time  we  ask  that  you  continue 
this  fight  and  maintain  your  support  for  the  NIH  and  the  millions  of  people  who  benefit 
from  the  federal  government's  investment  in  medical  research. 


STATEMENT  OF  MAXINE  E.  HAYES,  PRESIDENT,  ON  BEHALF  OF  THE 
ASSOCIATION  OF  MATERNAL  AND  CHILD  HEALTH  PROGRAMS 

The  Maternal  and  Child  Health  (MCH)  Services  Block  Grant,  authorized  under  Title  V  of  the 
Social  Security  Act,  was  formed  in  1981  by  folding  related  categorical  programs  into  the 
existing  Title  V  Program  -  a  program  which  focuses  broadly  on  the  health  of  women,  infants, 
children,  and  youth.  The  goal  of  this  public  health  program  is  to  improve  the  health  of  all 
mothers  and  children  consistent  with  state  and  national  health  objectives.  Federal  funding  for 
State  Maternal  and  Child  Health  Programs  has  been  authorized  since  1935;  the  1981  block 
grant  legislation  considerably  increased  states'  discretion  in  determining  how  to  use  funds  to 
achieve  the  purpose  of  the  legislation.  1989  amendments  included  important  changes  which 
improved  accountability  while  maintaining  flexibility  and  more  appropriately  defined  the  federal 
-  state  partnership. 

The  Maternal  and  Child  Health  Services  Block  Grant  lays  the  foundations  needed  to  effectively 
plan  and  implement  critical  maternal  and  child  health  services  for  the  population  as  a  whole. 
Needs  assessments  are  conducted  to  identify  health  problems,  assess  service  gaps  and  barriers, 
and  target  resources.  The  program  promotes  quality  care  through  the  setting  of  standards  and 
monitoring  of  services,  and  through  the  provision  of  training  and  technical  assistance  on 
emerging  health  problems  and  new  approaches  to  clinical  and  support  services. 

Title  V  Programs  support  services  essential  to  maintaining  the  health  of  all  families,  regardless 
of  whether  they  receive  their  medical  care  from  private  or  public  providers.  Such  services 
include  newborn  screening,  lead  poisoning  prevention,  immunization,  sudden  infant  death 
syndrome  (SIOS)  counseling,  injury  prevention,  and  public  and  provider  education.  The 
promotion  of  the  integration  of  health  with  other  child  and  family  systems,  including  for 
example,  WIC,  day  care,  Head  Start,  and  school  health  programs,  is  also  an  important 
component  of  Title  V  efforts. 

Title  V  Programs  work  to  enable  families  to  appropriately  identify  and  utilize  resources  through 
the  provision  and/or  coordination  of  such  services  as  outreach  and  case  management,  health 
education  and  referral,  transportation,  translation,  home  visiting,  and  nutrition  counseling.  Title 
V's  Children  With  Special  Health  Care  Needs  (CSHCN)  Program  assists  families  whose  children 
experience  chronic  illness  and  disability  in  obtaining  the  complex  array  of  services  they  require 
by  ensuring  available,  accessible,  family-centered  specialty  and  support  services  at  the 
community  level. 

MCH  Block  Grant  programs  help  develop  community-based  networks  of  preventive  and  primary 
care  that  coordinate  and  integrate  public  and  private  sector  resources  and  programs  for  women, 
infants,  children  and  adolescents.  For  example,  three-fourths  of  the  State  programs  have 
supported  local  "one-stop  shopping"  models  integrating  access  to  Title  V,  the  WIC  food 
program,  Medicaid  and  other  health  or  social  services  at  one  site.  As  a  result  of  the  Title  V 
supported  infrastructure  and  coordination,  pregnant  women  and  children  have  improved  access 
to  public  health  programs  and  receive  services  through  more  organized,  community-based 
networks  of  care. 
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This  infrastructure  developed  by  Title  V  funding  serves  a  valuable  role  in  coordinating  a  range 
of  federal  and  state  programs  for  pregnant  women,  children  and  families.  WIC,  Head  Start, 
Medicaid  and  immunization  programs  cannot  succeed  without  the  public  health  infrastructure 
supported  by  Title  V.  In  particular,  Medicaid  and  Title  V  serve  different  yet  complementary 
roles  and  both  are  mandated  to  collaborate  in  the  improvement  of  the  health  status  for  pregnant 
women  and  children.  Medicaid  relies  on  the  State  Title  V  MCH  Program  to:  (1)  assist  in 
reaching  out  to  and  enrolling  eligible  women  and  children,  facilitating  their  access  to  needed 
services;  (2)  train  and  assist  providers  in  developing  policies  and  procedures  that  will  improve 
their  work  with  special  populations  and  with  the  Medicaid  agency  itself;  (3)  organize  and 
provide  services  that  are  not  available  or  accessible  in  the  private  sector.  The  financial 
coverage  provided  by  the  Medicaid  program  is  a  critical  prerequisite  for  obtaining  important 
preventive  and  primary  care  services,  as  well  as  specialty  services  for  those  eligible.  The  Title 

V  Program  helps  translate  these  Medicaid  dollars  into  a  system  that  is  accessible. 

Another  example  of  Title  V's  role  in  developing  the  infrastructure  for  coordination  of  federal  and 
state  programs  is  the  relationship  between  State  Title  V  Programs  and  IDEA'S  Part  H  Early 
Intervention  Program.  Title  V  contributes  significantly  to  the  coordination  of  this  program  and 
18  states'  Title  V  Programs  administer  the  Part  H  Program.  Title  V  participates  substantially 
in  Part  H  planning,  outreach  and  provision  of  services. 

Through  grants,  contracts,  or  reimbursements  to  private  and  public  sector  providers.  State  Title 

V  programs  also  support  the  availability  and  accessibility  of  community  health  and  family 
support  services,  especially  for  uninsured  and  underinsured  families.  Title  V  MCH  Programs 
directly  support: 

Preventive  health  services  to  approximately  4.2  million  women-including  one- 
third  of  all  pregnant  women  in  the  US; 

•  Preventive  and  primary  care  services  for  almost  8  million  infants,  children,  and 

adolescents; 

Specialized  health  and  family  support  services  for  755,000  children  with  chronic 
conditions  and  disabilities— one  half  of  the  nation's  children  with  severe 
disabilities  and  approximately  20%  of  those  with  chronic  conditions. 

Title  V  is  a  permanently  authorized  discretionary  federal  grant  program.  Current  authorized 
federal  funding  for  Title  V  is  $705  million;  $683.95  million  was  appropriated  for  the  program 
in  FY  1995.  For  appropriations  up  to  $600  million,  85%  of  the  appropriation  is  allocated  to  the 
states,  and  15%  is  "set-aside"  at  the  federal  level  for  demonstration,  research  and  training,  and 
service  projects.  For  appropriations  exceeding  $600  million,  1989  amendments  created  a 
second  "set-aside"  of  12.75%  to  fund  six  types  of  demonstration  projects:  home  visiting; 
provider  participation;  integrated  service  delivery;  non-profit  hospital  MCH  centers;  rural 
programs;  and  community  projects  for  children  with  special  health  care  needs.  States  match 
3  dollars  for  every  4  federal  dollars;  many  states  provide  additional  state  funds.  States  must 
limit  administrative  costs  to  10%;  maintain  state  MCH  funding  at  1989  levels;  and  spend  30% 
of  funds  on  preventive  and  primary  care  for  children  and  youth,  and  30%  on  services  for 
children  with  special  health  care  needs. 

Title  V's  two  federal  discretionary  programs  or  "set-asides"  are  the  Special  Projects  of  Regional 
and  National  Significance  (SPRANS)  program  and  the  Community  Integrated  Service  System 
(CISS)  program.  SPRANS  grants  are  authorized  as  special  projects  that  must  respond  to 
national  needs  and  priorities,  have  regional  or  national  significance,  and  demonstrate  some  way 
to  improve  state  systems  of  care  for  mothers  and  children.  SPRANS  funds  are  reserved  at  the 
federal  level  for  the  purpose  of  supporting  projects  in  the  five  areas  of  research,  training, 
hemophilia,  genetic  disease,  and  maternal  and  child  health  improvement  projects.  SPRANS 
grants  support  technical  assistance  training  and  research  policy  development  centers  that  work 
to  build  states'  maternal  and  child  health  infrastructure  and  develop  tools  and  information  to 
help  states  improve  the  health  status  of  pregnant  women  and  children.  While  SPRANS  grants 
focus  on  regional  and  national  priorities,  the  CISS  program  targets  communities  through 
increasing  the  capacity  for  service  delivery  at  the  local  level  and  fostering  formation  of 
comprehensive,  integrated,  community-level  service  systems  for  mothers  and  children. 
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MCH  programs  must  also  address  a  rapidly  changing  health  care  system  to  assure  that  the 
needs  of  children  and  families  are  appropriately  addressed.  To  accomplish  this,  MCH  programs 
need  to  collect  and  analyze  data,  conduct  needs  assessments,  and  monitor  health  status  and 
outcomes  for  women,  children,  and  youth  statewide.  MCH  program  expertise  is  needed  to 
assist  in  developing  managed  care  delivery  systems  that  effectively  assure  key  preventive 
maternal  and  child  health  services  and  appropriately  provide  for  children  with  special  health  care 
needs.  In  partnership  with  Medicaid  and  private  payors,  enhanced  MCH  Program  efforts  are 
needed  to  provide  outreach  and  health  information  services,  technical  assistance  and  training, 
and  assistance  in  recruitment  of  providers. 

The  Maternal  and  Child  Health  Block  Grant  also  must  address  a  continuing  and  growing  demand 
for  Title  V  supported  community  services  from  uninsured  and  underinsured  women  and 
children.  40.9  million  Americans  under  age  65  were  not  covered  by  private  or  public  health 
insurance  in  1993,  representing  a  1.1  million  increase  from  the  previous  year.  Of  the  additional 
1.1  million  uninsured,  900,000  were  children. 

To  maintain  cost-effective,  essential  public  health  services  protecting  all  our  nation's  mothers 
and  children,  the  Association  of  Maternal  and  Child  Health  Programs  recommends  an 
appropriation  of  $705  million  for  the  Title  V  Maternal  and  Child  Health  Block  Grant  for  FY  1996. 
While  AMCHP  recognizes  that  there  are  limited  federal  resources,  it  must  be  pointed  out  that 
the  Title  V  appropriation,  in  constant  dollars,  has  declined  since  1980.  With  sufficient  funding, 
Title  V  can  continue  to  play  a  vital  role  in  improving  the  health  status  of  all  children  and 
pregnant  women. 


STATEMENT  OF  THE  AMERICAN  PEDIATRIC  SOCIETY,  THE  ASSOCIA- 
TION OF  MEDICAL  SCHOOL  PEDIATRIC  DEPARTMENT  CHAIRMAN, 
AND  THE  SOCIETY  FOR  PEDIATRIC  RESEARCH 

The  American  Pediatric  Society,  the  Society  for  Pediatric  Research,  and  the 
Association  of  Medical  School  Pediatric  Department  Chairmen  represent  pediatric 
researchers,  the  faculty  of  medical  and  research  facilities,  and  the  leaders  of  all  U.S. 
medical  school  pediatric  departments,  who  are  committed  to  the  advancement  of 
science  and  the  improvement  in  the  quality  of  life  for  all  America's  children.  In  addition 
to  the  specific  recommendations  listed  below,  we  also  support  the  FY  96  budget 
recommendations  presented  by  the  Coalition  For  Health  Funding  on  overall  health 
spending. 

RESEARCH  AND  RESEARCH  TRAINING 

Biomedical  research  may  not,  in  and  of  itself,  guarantee  cost  savings  in  the  delivery  of 
health  care;  however,  successful  control  of  disease  affecting  both  children  and  adults, 
with  accompanying  cost  reductions,  will  not  occur  without  recognition  of  the  necessity 
of  coupling  research  with  reforms  in  the  design  and  funding  of  health  care  delivery. 

Having  stated  that,  we  are  pleased  that  in  this  tight  budget  year,  the  NIH  was  provided 
an  increase  in  funding  in  the  Administration's  FY  '96  budget.  However,  we  believe 
that  a  further  investment  is  warranted.  We  join  with  the  Ad  Hoc  Group  for  Medical 
Research  Funding  in  requesting  a  15  percent  increase  for  NIH  consistent  with  the 
collective  recommendations  of  agency  personnel  as  well  as  national  advocacy  groups 
within  the  AD  Hoc  Group.  We  believe  that  these  requests  represent  the  best  and 
most  reliable  estimate  of  the  level  of  funding  needed  to  sustain  the  high  standard  of 
scientific  achievement  embodied  by  the  NIH.  This  amount,  $13  billion,  would  make  it 
possible  for  NIH  to  fund  approximately  30%  of  new  and  competing  renewal  research 
project  grants,  which  is  essential  to  ensure  that  top-quality  research  opportunities  are 
not  missed.  In  recent  years  the  average  percentage  of  applications  funded  has  been 
about  25%,  and  in  some  NIH  institutes,  less  than  20%  of  applications  are  funded. 
This  is  far  below  the  40%  that  was  once  considered  acceptable. 
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These  statistics  illustrate  the  size  of  the  impact  on  NIH,  but  cannot  possibly  illustrate 
the  potential  loss  in  valuable  research  that  will  result  if  funding  does  not  keep  pace. 
Today,  pediatric  research  is  not  only  very  exciting,  but  is  also  rapidly  changing.  This  is 
true  for  the  entire  spectrum  of  biomedical  and  behavioral  research  -  from  the  most 
basic  to  the  clinical  and  applied  -  even  though  it  can  be  years  before  discoveries  and 
developments  are  incorporated  into  routine  patient  care.  For  example,  infants  born 
with  congenital  anomalies  and  children  with  cancer  are  living  longer,  often  leading 
productive  lives.  We  are  unlocking  the  mysteries  of  the  normal  and  abnormal 
development  of  cells,  giving  us  clues  to  possible  interventions  which  would  save  more 
children  from  suffering. 

At  the  instigation  of  Congress  six  years  ago,  the  National  Institute  of  Child  Health  and 
Human  Development  (NICHD)  established  the  Child  Health  Research  Centers 
Program.  During  the  past  six  years,  this  subcommittee  has  supported  that  program. 
We  thank  you  for  your  support.  This  program  has  been  enthusiastically  received  by 
our  community  and  the  competition  has  been  rigorous.  A  major  goal  of  this  program 
is  to  develop  a  new  cadre  of  rigorously  trained  pediatric  scientists,  which  is  vital  to  the 
future  of  pediatric  research.  We  ask  you  to  provide  sufficient  funds  to  support  the 
modest  expansion  by  one  more  center  to  20  centers  at  $400,000  each,  which  is 
consistent  with  the  program's  objectives  and  the  intent  of  Congress. 

We  also  urge  you  not  to  forget  the  other  elements  of  research  support.  An  important 
aspect  of  research  is  the  clinical  and  applied  research  which  provides  the  necessary 
testing  and  transition  before  new  knowledge  is  incorporated  into  routine  patient  care. 
NIH  provides  crucial  funds  to  ensure  the  future  of  research  through  the  training  of  new 
investigators.  The  National  Center  for  Research  Resources  is  also  a  critical 
component  of  the  NIH.  It  supports  the  research  environment,  including  equipment  and 
facilities,  information  management,  animal  resources,  general  clinical  research  and 
other  mechanisms  to  facilitate  the  sharing  of  resources. 

Our  organizations  join  with  the  Ad  Hoc  Group  for  Medical  Research  Funding  in 
requesting  $13  billion  for  the  National  Institutes  of  Health.  We  also  join  with  the 
Friends  of  NICHD  in  asking  for  $608  million  for  that  institute. 

HEALTH  PROFESSIONS  TRAINING 

Title  VII  of  the  Public  Health  Service  Act,  Primary  Care  Training  Grants  for  General 
Internal  Medicine  and  General  Pediatrics,  remains  a  small  but  vital  incentive  program 
for  the  generalist  training  of  pediatricians.  Currently,  there  are  many  areas  of  this 
country  without  sufficient  physicians  to  provide  appropriate  care  for  our  infants, 
children  and  adolescents.  If  we  are  going  to  have  an  adequate  supply  of  primary  care 
pediatricians  to  meet  the  anticipated  demand  for  their  services,  then  we  must  protect 
and  expand  graduate  medical  education  funding  now.  An  important  aspect  of  this 
program  is  to  allow  for  a  few  institutions  to  develop  new  models  of  training  for  our 
future  pediatricians.  For  example,  Title  VII  funding  has  assisted  the  University  of 
Massachusetts  in  the  development  and  the  replication  of  a  model  residency  training 
program  throughout  the  country.  This  program  demonstrates  how  to  move  residency 
training  into  the  community  and  established  an  effective  program  to  promote 
community  physicians  as  role  models.  The  proportion  of  residents  entering  primary 
care  from  the  Massachusetts  program  has  increased  from  67%  in  1 988  to  83%  in 
1994.  Title  VII  monies  have  produced  many  programs  which,  like  the  Massachusetts 
program,  place  an  emphasis  on  primary  care.  We  support  the  reauthorization  of  Title 
VII  and  applaud  the  Administration  and  Senate  Labor  Committee  Chairwoman  Nancy 
Kassebaum  in  these  efforts.  We  recommend  $25  million  for  General  Internal 
Medicine/General  Pediatrics  and  join  with  the  Health  Professions  and  Nursing 
Education  Coalition  in  supporting,  level  funding  of  $290  million  in  total  funding  for  Title 
VII  and  Title  VIH, 
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The  National  Health  Service  Corps  is  another  key  component  of  any  effort  to  remove 
barriers  to  health  care.  The  scholarship  and  loan  repayment  programs  are  another 
integral  part  of  national  efforts  to  increase  opportunities  for  minorities  to  become  health 
professionals.  Our  organizations  support  funding  of  $125  million. 

CENTERS  FOR  DISEASE  CONTROL  AND  PREVENTION 

The  Centers  for  Disease  Control  and  Prevention  (CDC)  is  a  unique  agency  within  the 
Public  Health  Service.  The  work  it  supports  affects  most  Americans.  For  infants  and 
children,  for  example,  it  supports  the  Childhood  Immunization  Program,  screening  and 
prevention  activities  for  lead  poisoning,  violence  prevention,  injury  control  and 
prevention,  vaccine  research  and  HIV/AIDS  research.  The  CDC  is  critical  to  ensure 
the  public's  health,  well-being  and  protection  from  disease.  We  believe  that  to 
adequately  support  the  activities  and  needs  of  the  CDC,  we  support  the 
recommendation  of  the  CDC  Coalition  of  a  funding  level  of  $2.5  billion  for  fiscal  year 
1996. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH 

Established  in  the  early  1990's,  the  purpose  of  AHCPR  is  to  enhance  the  quality, 
appropriateness,  and  effectiveness  of  health  care  services  and  access  to  such 
services,  through  the  establishment  of  a  broad  base  of  scientific  research  and  through 
the  promotion  of  improvements  in  clinical  practice  (including  the  prevention  of  diseases 
and  other  health  conditions)  and  in  the  organization,  financing,  and  delivery  of  health 
care  services.  It  also  supports  the  training  of  new  health  service  researchers.  Funding 
from  AHCPR  has  supported  important  child  health  focused  research  such  as  patient 
outcomes  research  in  pediatric  gastroenteritis,  the  management  of  acute  asthma  in 
pediatric  practices  and  the  assessment  of  fevers  in  very  young  infants.  Each  of  these, 
upon  completion,  will  have  an  important  impact  on  child  health  outcomes.  These 
organizations  support  the  reauthorization  of  the  Agency  for  Health  Care  Policy  and 
Research  (AHCPR)  and  join  the  Friends  of  AHCPR  in  supporting  the  President's 
recommended  funding  level  of  $148  million  for  FY  96. 

SUMMARY 

We  thank  you  for  the  opportunity  to  present  the  recommendations  of  our  three 
organizations  for  all  programs  involving  research  and  research  training  and  the 
financing  of  graduate  medical  education. 

APPROPRIATION  REQUESTS 

National  Institutes  of  Health  $13,000,000,000 
National  Institute  of  Child  Health  and  Human  Development  $608,240,000 


Health  Professions  Training  (Title  VII  /  Title  VIII)  $290,000,000 

General  Internal  Medicine/General  Pediatrics  $25,000,000 

National  Health  Service  Corp  $125,000,000 

Centers  for  Disease  Control  and  Prevention  $2,500,000,000 


Agency  for  Health  Care  Policy  and  Research 


$148,000,000 
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STATEMENT  OF  JORDAN  J.  COHEN,  M.D.,  PRESIDENT,  ASSOCIATION  OF 
AMERICAN  MEDICAL  COLLEGES 

The  Association  of  American  Medical  Colleges  (AAMC)  --  which  represents  all  126 
accredited  U.S.  medical  schools;  some  400  major  teaching  hospitals,  including  74  Veterans' 
Administration  Medical  Centers;  91  professional  and  academic  societies,  representing  70,000 
faculty  members;  and  the  nation's  medical  students  and  residents  --  appreciates  this 
opportunity  to  comment  on  the  FY  1996  appropriations  for  the  National  Institutes  of  Health 
(NIH)  and  the  various  health  professions  training  programs  funded  through  the  Health 
Resources  and  Services  Administration.  The  Association's  members  wish  to  thank  the 
Chairman  and  members  of  this  Subcommittee  for  their  continued  support  of  these  programs. 


Medical  Research 

The  Federal  Government  plays  a  unique  and  necessary  role  in  the  support  of  this 
nation's  biomedical  and  behavioral  research  efforts.  The  investment  that  the  Federal 
Government  has  made  in  the  NIH  has  produced  a  comprehensive  network  of  scientists, 
physicians,  and  technicians  at  more  than  1 ,700  institutions  across  the  United  States 
dedicated  to  the  continued  pursuit  of  fundamental  knowledge  and  the  application  of  this 
information  to  the  prevention,  diagnosis,  and  treatment  of  disease.  NIH-supported  scientists 
have  made  enormous  contributions  to  improving  the  health  and  quality  of  lives  for  all 
Americans  and,  indeed,  for  everyone  on  earth.  In  addition,  NIH-sponsored  research  has  made 
significant  economic  contributions,  both  locally  and  nationally.  The  role  that  the  U.S. 
biotechnology  industry  plays  globally  is  just  one  example  of  the  economic  benefits  to  be 
derived  from  NIH  research. 

Still,  America  faces  serious  health  problems  and  new  challenges  constantly  appear. 
Congressional  support  of  biomedical  research  has  produced  a  wealth  of  scientific  opportunities 
to  answer  these  challenges.  A  testimony  to  the  abundant  opportunities  available  is  the  NIH 
Director's  professional  judgement  budget,  which  says  that  the  NIH  could  reasonably  use  in 
a  profitable  manner  a  1  5  percent  increase  in  funding  in  the  coming  fiscal  year. 

For  FY  1996,  the  AAMC  endorses  the  recommendation  of  the  Ad  Hoc  Group  for 
Medical  Research  Funding  that  the  NIH  be  funded  at  the  level  proposed  by  the  Director  of  the 
NIH  in  his  professional  judgement  budget.  The  Ad  Hoc  Group  has  analyzed  the  Director's 
Budget  thoroughly  and  found  it  to  represent  the  best  and  most  reliable  estimate  of  the  level 
of  funding  needed  to  sustain  the  high  standard  of  scientific  achievement  embodied  by  the  NIH. 

We  appreciate  that  the  current  economic  constraints  that  confront  us  as  a  nation 
makes  an  increase  of  this  magnitude  improbable.  However,  we  wish  to  encourage  the 
Subcommittee  to  be  cognizant  of  the  scientific  opportunities  available  and  to  continue  to 
support  the  NIH.  We  are  confident  that  the  Subcommittee  will  appropriate  the  necessary 
funds  to  the  extent  possible. 

Investigator-initiated  research,  supported  primarily  through  research  project  grants,  is 
the  heart  of  the  NIH's  research  programs.  There  is  general  consensus  within  the  research 
community,  expressed  in  the  professional  judgement  budget,  that  the  NIH  should  be  able  to 
fund  35  percent  of  meritorious  research  project  grant  applications.  However,  in  recent  years 
the  percentage  of  applications  funded  has  been  about  one  in  four,  and  in  some  NIH  institutes, 
less  than  one  in  five  approved  applications  can  be  funded. 

This  problem  is  particularly  critical  for  new  research  project  applications.  The  new 
ideas  proposed  in  such  applications  drive  medical  progress.  Because  of  inadequate  resources, 
in  some  fields  of  medical  research,  grant  applications  judged  to  be  in  the  top  1 0  to  12  percent 
of  applications  received  often  go  unfunded  the  first  time  they  are  reviewed.  As  a  result,  many 
important  scientific  leads  are  being  delayed  or  lost. 

At  the  same  time,  a  study  last  year  from  the  National  Research  Council  entitled  "The 
Funding  of  Young  Investigators  in  the  Biological  and  Biomedical  Sciences"  reported  data  from 
the  NIH  indicating  that  the  number  of  R-01  grant  applications  from  individuals  under  age  37 
fell  by  54  percent  from  1 985  to  1 993.  This  study  graphically  illustrates  the  potential  effects 
of  current  funding  trends. 
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To  derive  the  full  benefit  of  the  investment  in  fundamental  research,  the  knowledge 
gained  must  be  applied  to  clinical  problems  in  the  diagnosis,  treatment,  and  prevention  of 
disease.  Clinical  research  often  provides  important  leads  to  identify  further  basic  research 
opportunities.  In  recent  years,  NIH  funding  for  clinical  research  activities  has  not  kept  pace 
with  available  research  opportunities  or  with  current  health  needs. 

One  area  of  clinical  researcn  activity  that  has  been  severely  hampered  by  recent 
funding  trends  is  the  General  Clinical  Research  Centers  (GCRC)  program.  This  program 
supports  clinical  research  centers  at  university-based  hospitals  throughout  the  country.  The 
GCRC's  are  important  because  they  offer  centralized  and  highly  specialized  resources  for 
research  aimed  at  understanding  disease  processes  and  discovering  better  therapies  and  cures 
for  a  host  of  conditions,  including  cancer,  heart  disease,  hypertension,  diabetes,  AIDS, 
Alzheimer's  disease,  osteoporosis,  and  cystic  fibrosis.  A  typical  GCRC  has  both  inpatient  and 
outpatient  research  facilities.  Within  a  GCRC,  clinical  investigators  have  access  to  specialized 
laboratories,  metabolic  kitchens,  specially  trained  research  nurses  and  dieticians, 
biostatisticians,  and  computer  systems  managers.  This  collection  of  highly  specialized 
personnel  and  resources  provides  a  supportive  environment  for  the  patient  and  significantly 
facilitates  progress  on  tomorrow's  live-saving  treatments  and  cures. 

The  GCRC  program  has  seen  less  than  3  percent  growth  after  adjustment  for  inflation 
since  1985.  At  the  same  time  the  utilization  of  the  GCRC's  has  increased,  straining  their 
capacity. 

The  GCRC  program  is  supported  by  the  NIH's  National  Center  for  Research  Resources 
(NCRR).  The  NCRR  is  a  critical  component  of  the  NIH,  assuring  that  the  programs  of  the 
disease-oriented  institutes  will  have  the  essential  elements  of  a  vigorous  research 
environment.  The  NCRR  provides  state-of-the-art  instrumentation,  advanced  technologies, 
essential  animal  models  and  resources,  and  comprehensive  support  for  clinical  research. 

In  addition,  NCRR  programs  emphasize  shared  resources,  which  promote  the  efficient 
use  of  scarce  Federal  research  dollars.  These  programs  encourage  interactions  among 
scientists,  which  stimulate  interdisciplinary  efforts.  By  providing  new  research  technologies 
and  providing  shared  resources,  the  NCRR  enhances  the  productivity  of  the  Federal-academic 
research  partnership. 

The  AAMC  thanks  the  Subcommittee  for  its  support  of  the  NCRR  in  the  FY  1995 
appropriation.  However,  the  ability  of  the  NCRR  to  fulfill  its  mission  has  been  strained  by 
declining  appropriations  in  previous  years.  Even  with  the  increase  in  FY  1 995,  funding  for  the 
NCRR,  as  a  percentage  of  the  overall  NIH  budget,  falls  short  of  the  levels  of  the  mid-1980s. 

The  impact  of  these  funding  constraints  has  been  severe.  For  example,  the  Shared 
Instrumentation  Grant  program  has  been  cut  by  75  percent  in  recent  years.  This  program 
helps  scientists  meet  critical  instrumentation  needs  by  providing  groups  of  investigators  with 
cost-effective,  technologically  sophisticated  equipment  that  would  be  prohibitively  expensive 
to  support  on  a  single  grant  application.  By  sharing  equipment,  scientists  are  able  to  maximize 
the  effectiveness  of  Federal  research  dollars. 

The  health  of  tomorrow's  research  efforts  depends  upon  revitalization  of  the  NCRR 
today.  Therefore,  the  AAMC  urges  the  Subcommittee  to  pay  particular  attention  to  the  needs 
of  the  National  Center  for  Research  Resources. 

The  AAMC  is  greatly  concerned  about  potential  reductions  in  the  reimbursement  of 
overhead  associated  with  federally  funded  research  at  academic  medical  centers  and 
universities.  Significant  changes  have  been  made  in  the  Federal  policies  governing  so-called 
indirect  cost  reimbursement.  In  October  1 991 ,  the  Office  of  Management  and  Budget  (OMB) 
imposed  a  cap  on  the  reimbursement  for  administrative  expenses  at  26  percent  of  direct 
costs.  At  the  same  time,  OMB  clarified  its  rules  to  disallow  charges  for  specific  inappropriate 
costs.  In  July  1993,  the  OMB  placed  additional  limits  on  cost  reimbursement  through 
revisions  of  OMB  Circular  A-21. 

More  recently,  the  Administration  has  undertaken  a  review  of  issues  related  to  facilities 
and  administrative  costs  associated  with  government  sponsored  research,  extending  a  process 
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begun  in  the  Reagan  and  Bush  administrations.  On  February  6,  the  Administration  proposed 
significant  changes  in  indirect  cost  policies  to  reform  the  grant  process  and  to  achieve  cost 
efficiencies.  These  changes  are  to  be  implemented  through  modifications  of  OMB  Circular  A- 
21  and  other  guidances.  These  changes  were  developed  following  extensive  consultation 
between  the  Administration  and  the  university  research  community.  Although  the  proposed 
changes  will  require  institutional  concessions,  we  believe  they  represent  a  studied  approach 
to  better  accountability  and  potential  cost  reduction.  The  AAMC  strongly  urges  the  Congress 
not  to  enact  arbitrary  reductions  or  caps  on  indirect  costs. 

Health  Professions  Training 

The  geographic  and  specialty  maldistribution  of  physicians  in  the  United  States  are 
critical  issues  facing  both  the  Congress  and  the  nation.  Although  the  National  Health  Service 
Corps  (NHSC)  and  the  health  professions  training  programs  under  Title  VII  of  the  Public  Health 
Service  Act  are  designed  to  play  a  major  role  in  solving  these  problems,  over  the  past  20  years 
these  programs  have  not  received  funding  in  the  amounts  necessary  to  enable  them  to  meet 
all  of  the  needs  that  they  were  created  to  address. 

The  NHSC  was  established  to  assist  in  the  recruitment  of  primary  care  health 
professionals  for  service  in  shortage  areas.  In  contrast  to  the  1 980s.  when  funding  for  the 
NHSC  was  virtually  gutted,  the  corps  has  seen  an  overdue  but  welcome  increase  in  funding 
support  during  the  past  few  years.  In  the  FY  1995  appropriations  bill  for  the  Department  of 
Health  and  Human  Services,  the  NHSC  received  $1  25.1  million,  a  $1 .2  million  increase  over 
the  comparable  FY  1 994  level.  Since  the  NHSC  can  play  an  important  role  in  redressing  the 
geographic  imbalance  that  characterizes  physician  distribution,  the  AAMC  urges  the 
Subcommittee  to  continue  this  upward  trend  in  support  for  the  NHSC. 

The  Title  VII  health  professions  training  programs  have  been  sorely  underfunded  in 
recent  years;  last  year's  appropriations  for  Title  VII  fell  short  of  the  funding  levels  that 
Congress  provided  20  years  ago  for  these  programs,  without  even  taking  inflation  into 
account.  However,  Congress  last  year  recognized  the  importance  of  the  support  the  Title  VII 
programs  provide  to  students  and  training  programs  by  allocating  $290.3  million  for  Title  VII 
in  FY  1995,  a  $7.6  million  increase  from  the  FY  1994  level.  The  AAMC  joins  the  more  than 
35  organizations  of  the  Health  Professions  and  Nursing  Education  Coalition  (HPNEC), 
representing  a  variety  of  schools,  programs,  and  individuals  dedicated  to  educating 
professional  health  personnel,  in  urging  the  Subcommittee  to  continue  its  support  of  the  Title 
VII  programs,  which  are  currently  being  considered  for  reauthorization.  Recognizing  the  tight 
constraints  within  which  you  are  operating,  the  AAMC  and  HPNEC  request  that  you  establish 
the  overall  funding  level  for  FY  1995  --  $290.3  million  --  as  your  FY  1 196  recommendation. 

The  Title  VII  programs  are  designed  to  meet  the  nation's  needs  for  an  expanded  supply 
of  primary  health  care  providers,  improve  the  geographic  distribution  of  health  professionals, 
and  increase  access  to  health  care  in  both  urban  and  rural  underserved  areas.  Three  programs 
under  Title  VII  provide  support  to  medical  schools  and  teaching  hospitals  for  planning, 
developing,  and  operating  programs  that  emphasize  the  education  of  students  and  residents 
in  generalist  medicine.  The  AAMC  urges  the  Subcommittee  to  provide  an  appropriate  level 
of  support  for  these  three  programs  --  general  internal  medicine  and  general  pediatrics 
residencies,  family  medicine  training,  and  preventive  medicine  residencies. 

The  AAMC  also  recommends  continued  support  for  geriatric  education  centers  and 
geriatric  training  programs  for  physicians  and  other  health  professionals.  These  centers  were 
created  to  provide  physicians  and  other  health  professionals  with  the  skills  necessary  to  care 
for  the  growing  number  of  elderly  Americans.  Support  for  geriatric  training  must  keep  pace 
with  the  rising  demand  for  specialized  services  necessary  to  care  for  an  aging  population. 

Title  VII  also  provides  grants  for  the  creation  and  operation  of  area  health  education 
centers  (AHECs)  and  health  education  and  training  centers  (HETCs).  These  programs  provide 
clinical  training  opportunities  for  medical  students  and  residents  in  predominately  rural  settings 
by  extending  the  resources  of  academic  health  centers  to  communities  in  need  of  health  care 
and  health  education.  Through  these  linkages,  AHEC  projects,  which  eventually  become 
state-  or  self-supported,  form  networks  of  institutions  that  simultaneously  provide  health  care 
to  underserved  populations  and  educational  services  to  students,  faculty,  and  practitioners. 
The  AAMC  urges  the  Subcommittee  to  continue  its  commitment  to  AHECs  and  HETCs,  which 
exemplify  the  synergies  possible  in  well-crafted  federal-state  and  public-private  partnerships. 
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As  the  AAMC  and  its  member  schools  continue  with  our  Project  3000  by  2000 
initiative,  we  rely  upon  several  programs  in  Title  VII  to  assist  us  in  striving  toward  the 
Project's  goal  of  matriculating  at  least  3.000  underrepresented  minority  students  in  medical 
schools  by  the  year  2000  and  each  year  thereafter.  For  example,  Title  VII  authorizes  two 
major  programs  upon  which  institutions  rely  to  increase  the  representation  in  medicine  of 
minorities  and  individuals  from  disadvantaged  backgrounds.  Grants  made  to  medical  schools 
under  the  Health  Careers  Opportunity  Program  (HCOP)  are  used  to  identify  and  recruit 
disadvantaged  students,  facilitate  their  entry  into  medical  school,  and  help  them  complete 
their  education.  The  Centers  of  Excellence  program  extends  grants  to  health  professions 
schools  for  the  establishment  and  expansion  of  programs  to  enhance  the  academic 
performance  of  minority  students.  The  AAMC  hopes  the  Subcommittee's  funding 
recommendations  will  recognize  the  crucial  support  these  two  programs  provide  to  our  efforts 
in  recruiting  and  retaining  qualified  minority  medical  students. 

In  addition.  Title  VII  includes  four  loan  and  scholarship  programs  that  assist  needy  and 
disadvantaged  medical  students  in  covering  the  costs  of  their  education;  these  are  the 
Exceptional  Financial  Need  scholarship,  the  Financial  Aid  for  Disadvantaged  Health  Professions 
Students  scholarship,  the  Scholarships  for  Disadvantaged  Students,  and  the  Loans  for 
Disadvantaged  Students  programs.  The  AAMC  hopes  the  Subcommittee  will  recommend 
funding  for  these  programs  that  is  at  a  sufficient  level  to  help  poor  and  otherwise 
disadvantaged  students  overcome  the  financial  barriers  they  face  in  pursuing  their  medical 
education. 

Finally,  the  AAMC  strongly  supports  the  activities  of  the  Physician  Payment  Review 
Commission  and  the  Prospective  Payment  Assessment  Commission.  Both  of  these 
organizations  provide  extensive  data  collection  and  analytical  capabilities  that  we  believe 
greatly  inform  the  policy-making  debate  in  their  respective  areas.  As  Congress  continues  to 
address  issues  in  health  care,  the  expertise  and  unique  abilities  of  these  two  organizations  are 
valuable  national  resources  that  should  be  preserved. 

The  AAMC  regrets  that  constraints  limit  the  opportunity  to  discuss  other  important 
health  and  education  programs  under  the  Subcommittee's  jurisdiction.  We  appreciate  the 
continued  support  the  Subcommittee  has  given  these  programs.  We  emphasize  again  their 
critical  importance  and  look  forward  to  working  with  the  Subcommittee  members  and  staff 
to  achieve  their  implementation. 


STATEMENT  OF  HENRY  LEWIS,  III,  PRESIDENT,  THE  ASSOCIATION  OF 
MINORITY  HEALTH  PROFESSIONS  SCHOOLS 

Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  present  the  views  of  the  Association  of  Minority  Health  Professions  Schools 
(AMHPS).  I  am  Dr.  Henry  Lewis,  Dean  of  the  College  of  Pharmacy  and 
Pharmaceutical  Sciences  at  Florida  A&M  University,  and  President  of  the 
Association  of  Minority  Health  Professions  Schools  (AMHPS). 

AMHPS  is  an  organization  which  represents  eleven  (11)  Historically  Black 
Health  Professions  Schools  in  the  U.S.  Former  Health  and  Human  Services 
Secretary,  Dr.  Louis  Sullivan  is  our  founding  president. 

Included  are  four  (4)  schools  of  Medicine;  Meharry,  Morehouse,  the  Charles 
R.  Drew  University  of  Medicine  and  Science  and  Howard  University;  four  (4) 
Schools  of  Pharmacy;  Xavier  University  College  of  Pharmacy,  Texas  Southern 
University  College  of  Pharmacy  and  Health  Sciences,  Florida  A&M  College  of 
Pharmacy,  and  Howard  University  College  of  Pharmacy;  two  (2)  schools  of 
Dentistry;  Meharry  and  Howard  University;  and  one  (1)  school  of  Veterinary 
Medicine;  Tuskegee  University.  Combined,  these  AMHPS  institutions  have  graduated 
60%  of  all  the  nation's  African-American  pharmacists,  50%  of  African-American 
physicians  and  dentists,  and  75%  of  African-American  veterinarians.  Most  of 
these  graduates  are  working  in  the  nation's  underserved  rural  and  inner-city 
communities. 

We  are  very  proud  of  the  accomplishments  of  our  institutions,  especially 
given  the  significant  challenges  that  we  have  overcome  throughout  our  existence. 
For  a  long  time  our  schools  have  struggled  against  terrific  odds  to  survive.  The 
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support  of  your  subcommittee  in  terms  of  federal  resources  for  programs  impacting 
our  students  and  our  institutions  has  had  and  will  continue  to  have  a  significant 
impact  in  enabling  us  to  achieve  our  mission  to  improve  the  poor  health  status 
of  African  Americans  and  other  minorities  and  to  address  the  underrepresentation 
of  African  Americans  and  other  minorities  in  the  health  professions. 

Despite  the  recent  federal  support  that  has  been  provided  to  our 
institutions,  there  is  a  historic  shortage  of  minorities  in  the  health 
professions.  While  African  Americans  represent  approximately  12%  of  the  U.S. 
population,  only  2-3%  of  the  nation's  physicians,  dentists,  pharmacists,  and 
veterinarians  are  African  American.  Studies  have  demonstrated  that  when  African 
Americans  are  trained  in  the  health  professions,  they  are  much  more  likely  to 
serve  in  medically  underserved  areas,  more  likely  to  take  care  of  other 
minorities  and  more  likely  to  accept  patients  who  are  Medicaid  recipients  or 
otherwise  poor.  For  this  reason,  it  is  imperative  that  the  federal  commitment 
to  training  African  Americans  in  the  health  professions  be  strong. 

In  spite  of  our  proven  success  in  training  minority  health  professionals, 
the  AMHPS  institutions  endure  a  financial  struggle  which  is  inherent  in  our 
mission  to  train  disadvantaged  individuals  to  serve  in  underserved  areas.  The 
financial  plight  of  the  majority  of  our  students  has  effected  our  schools  in 
numerous  ways,  such  that  we  are  not  able  to  depend  on  tuition  as  a  means  by  which 
to  respond  to  the  discontinuation  of  capitation  or  other  forms  of  federal  support 
for  health  professional  education.  Additionally,  due  to  the  fact  that  the 
patient  populations  served  by  the  AMHPS  institutions  have  historically  been  poor, 
our  institutions  have  not  earned  money  from  the  process  of  patient  care  at  a  time 
when  the  average  medical  school  gets  40  to  50%  of  its  revenue  from  patient  care. 

There  is  a  direct  correlation  between  the  health  status  disparity  of 
African  Americans  compared  to  whites  and  the  underrepresentation  of  minorities 
in  the  health  professions.  The  1985  HHS  Secretary's  Task  Force  Report  on  Black 
and  Minority  Health  documented  that  the  infant  mortality  rate  for  African 
Americans  is  almost  double  the  rate  for  whites.  African  Americans  suffer  from 
disproportionately  high  rates  of  cancer,  diabetes,  pulmonary  complications,  and 
other  disorders  that  contribute  to  60,000  excess  deaths  per  year  among  African 
Americans  when  compared  to  whites.  If  not  for  the  efforts  of  Historically 
African  American  Health  Professions  Schools,  the  health  status  disparity  between 
minorities  and  the  general  population  would  be  even  greater. 

Unfortunately,  since  this  historic  report  the  health  status  disparity 
between  the  two  groups  has  actually  worsened.  The  life  expectancy  of  African 
Americans  has  decreased  dramatically  and  AIDS,  which  was  not  even  mentioned  in 
the  1985  report,  is  now  a  leading  cause  of  death  and  disproportionately  affects 
African  Americans  and  other  minorities  -  minorities  who  constitute  24%  of  the 
population  but  45%  of  the  AIDS  victims.  In  addition,  the  gap  in  infant  mortality 
when  comparing  the  number  of  deaths  for  African  American  and  white  babies, 
mentioned  earlier,  continues  to  widen. 

Specific  Key  Programs  Supported  by  AMHPS 

Disadvantaged  Minority  Health  Improvement  -  Health  Professions  Training 

In  1990  Congress  passed  the  Disadvantaged  Minority  Health  Improvement  Act. 
The  purpose  of  this  act  is  to  improve  the  health  status  of  individuals  from 
disadvantaged  backgrounds,  including  racial  and  ethnic  minorities  and  increase 
the  numbers  of  those  individuals  in  the  health  professions.  One  component  of 
this  measure  was  an  expansion  of  the  institutions  eligible  for  Minority  Centers 
of  Excellence  (COE)  grants.  The  Centers  of  Excellence  program  has  provided  a 
tremendous  boost  to  the  academic  excellence  of  several  of  the  institutions  of  our 
association.  Authorizing  legislation  passed  in  1991  expanded  the  number  of 
institutions,  and  the  number  of  ethnic  minority  groups  that  may  benefit  from  this 
program.  Additional  funding  is  necessary  to  include  several  more  Historically 
Black  Health  Professions  Schools,  and  a  variety  of  other  institutions  that  have 
strong  programs  in  minority  health  training.  It  is  imperative  that  these 
predominantly  minority  institutions,  which  train  a  disproportionate  number  of 
minority  health  professionals  and  provide  a  great  deal  of  care  to  minority 
populations,  receive  adequate  support. 
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Overall,  the  Disadvantaged  Minority  Health  Improvement  Act  programs  have 
been  severely  underfunded  in  the  areas  of  health  services  for  residents  of  public 
housing,  capital  contributions  to  student  loan  funds,  scholarship  programs  for 
disadvantaged  minority  health  students  and  grants  for  community  based  scholarship 
programs. 

Minority  Programs  at  NIH 

Continued  development  and  building  of  the  research  infrastructure  at  our 
schools  is  a  high  priority.  Because  of  the  health  status  disparities  that  exist 
among  African  Americans  and  other  minorities  as  compared  to  whites,  it  is 
incumbent  upon  minority  institutions  to  focus  on  closing  the  health  status  gap. 
We  can  only  achieve  this  by  improving  our  research  capabilities  to  study  the 
health  status  disparities.  This  means  everything  from  our  research  labs,  to  our 
faculty,  to  our  learning  resources. 

The  Research  Centers  in  Minority  Institutions  (RCMI)  program,  Minority 
Biomedical  Research  Service  (MBRS)  programs,  and  the  Minority  Access  to  Research 
Careers  (MARC)  program  each  play  an  important  role  in  assisting  our  institutions 
to  continue  to  build  our  research  infrastructure.  These  programs  are  critical 
to  our  development.  The  MBRS  grant  programs  are  an  important  tool  in  supporting 
the  participation  of  minority  undergraduates,  graduates,  and  faculty  in 
biomedical  research  at  minority  institutions.  The  MARC  program  provides  special 
research  training  opportunities  and  incentives  in  the  biomedical  sciences  to 
attract  and  retain  minority  students  for  research  careers.  These  two  excellent 
programs  must  be  funded  appropriately. 

The  RCMI  program  is  crucial  to  our  institutional  ability  to  develop 
research  infrastructures,  train  minority  professionals  in  research  capacities, 
compete  for  research  dollars  and  most  importantly  study  health  problems  common 
in  the  communities  of  African-Americans  and  other  minorities.  It  is  imperative 
that  Congress  maintain  adequate  funding  for  this  program. 

AMHPS  looks  forward  to  continuing  its  productive  working  relationship  with 
the  NIH  Office  of  Research  on  Minority  Health  (ORMH) ,  and  its  collaborative 
efforts  with  the  NIH  ORMH  to  fully  define  the  role  our  institutions  can  play  in 
implementing  the  minority  research  portions  of  the  NIH  Strategic  Plan. 

Biomedical  Research  Facility  Construction 

Last  year,  Congress  appropriated  $20  million  for  construction  for 
extramural  facilities  construction  at  NIH,  25%  of  which  is  to  be  awarded  to 
institutions  of  emerging  excellence.  AMHPS  strongly  supports  funding  for  the 
extramural  grants  program  for  biomedical  and  behavioral  research  facilities 
construction  at  "Institutions  of  Emerging  Excellence"  that  are  described  as  RCMI 
Recipients  or  Minority  Centers  of  Excellence.  This  new  program  was  established 
in  the  NIH  Reauthorization  bill  which  was  signed  into  Public  Law  #  103-43  on  June 
10,  1993.  This  critical  mechanism  has  allowed  our  schools  to  begin  to  catch-up, 
and  begin  to  modernize  our  research  facilities  -  an  area  in  which  we  are  well 
behind.  We  urge  you  to  provide  increased  funding  for  this  very  important 
program. 

The  collective  missions  of  our  institutions  to  train  disadvantaged 
individuals  to  serve  in  underserved  areas  is  a  challenge  to  our  institutional 
financial  stability.  Because  of  that  mission  our  institutions  fall  behind  in  the 
area  of  research  infrastructure  --  from  our  research  faculty,  to  instrumentation, 
to  facilities.  However,  based  on  our  past  accomplishments  with  meager  resources, 
we  feel  confident  that  we  are  making  a  significant  contribution,  but  could  make 
even  greater  strides  if  these  improved  facilities  were  supported  -  particularly 
in  studying  diseases  and  health  conditions  that  disproportionately  affect  African 
Americans  and  other  minorities. 

Strengthening  Historically  Black  Graduate  Institutions 

Title  III,  Part  B,  Section  326  is  a  program  of  extreme  importance  to  the 
AMHPS  institutions.  This  program  allows  historically  black  graduate 
institutions,  including  those  represented  by  AMHPS,  to  participate  in  the  Part 
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B  program  for  strengthening  our  schools.  The  funding  from  this  program  is 
utilized  by  our  institutions  to  establish  and  strengthen  development  offices,  to 
begin  endowment  development  campaigns  (a  definite  need  of  all  HBCUs),  and  to 
enhance  our  educational  capabilities  on  the  graduate  level. 

The  Higher  Education  Act  Reauthorization  added  11  Historically  Black 
Graduate  and  Professional  Schools  to  Section  326  of  Title  III,  making  16  schools 
eligible  for  this  funding.  In  order  to  accommodate  these  new  schools  at  the 
minimum  funding  level  and  continue  the  progress  being  made  at  the  existing 
schools,  increased  funding  is  a  necessity  in  the  fiscal  year  1996  appropriation 
for  this  program.  A  funding  level  of  at  least  $20  million  is  necessary  to 
accommodate  each  of  the  existing  and  the  11  new  schools  added  during  the  1992 
reauthorization,  to  provide  a  modest  level  of  growth  for  these  imperative 
programs. 

Mr.  Chairman,  please  allow  me  once  again  to  offer  our  most  sincere 
appreciation  to  you  and  the  members  of  this  subcommittee  for  the  support  and 
resources  this  subcommittee  has  provided  for  the  students  who  attend  our 
institutions  and  for  our  institutions.  Funding  provided  for  minority  health  and 
education  programs  is  indeed  both  a  critical  and  worthwhile  investment.  As  we, 
a  Nation,  continue  to  search  for  strategies  to  solve  minority  underrepresentation 
in  health  professions  we  must  be  careful  not  eliminate,  paralyze  or  strangle  the 
programs  that  have  proven  to  work.  The  11  AMHPS  institutions  have  made 
tremendous  gains  in  increasing  the  number  of  minorities  in  the  health  professions 
that  have  not  only  benefitted  minorities,  but  our  Nation. 

AMHPS 

L-HHS  APPROPRIATIONS  RECOMMENDATIONS  FOR 
FISCAL  YEAR  1996 

A.  Research  Centers  at  Minority  Institutions:  $  28  million 

These  grants  to  fund  Research  Centers  at  Minority  Institutions 
(RCMI)  are  critical  to  the  development  of  research  Infrastructures, 
training  minority  professionals  in  research  capabilities,  compete  for 
research  dollars  and  most  importantly  research  health  programs 
common  to  blacks  and  other  minorities.  Individual  NIH  Institutes 
are  encouraged  to  co-fund  RCMI  grants. 

B.  Minority  Biomedical  Research  Support:  $  40  million 

The  Minority  Biomedical  Research  Support  Grant  Program 
supports  the  participation  of  minority  undergraduates,  graduates, 
and  faculty  in  biomedical  research  at  minority  institutions.  AMHPS 
urges  that  the  stipend  level  be  increased  substantially  per  recently 
enacted  legislation,  to  insure  an  adequate  number  of  bright,  young, 
minority  trainees.  • 

C.  Minority  Access  to  Research  Centers:  $  18  million 

The  Minority  Access  to  Research  Careers  program  provides  special 
research  training  opportunities  and  incentives  in  the  biomedical 
sciences  to  attract  and  retain  minority  students  for  research 
careers.  Four  mechanisms  are  used  to  implement  this  program: 

(1)  the  MARC  Honors  Undergraduate  Research  Training  Program; 

(2)  the  MARC  Predoctoral  Fellowship  Award;  (3)  the  MARC 
Faculty  Fellowship  Program  and  (4)  the  MARC  visiting  Scientist 
Award. 

D.  Biomedical  Facility  Construction  at  Institutions  of  Emerging 
Excellence:  $30  million 

This  new  program  was  established  in  recognition  that  minority 
schools  tend  to  lag  behind  majority  schools  in  their  institutional 
development,  or  have  faced  significant  barriers  to  their  develop- 
ment. The  Biomedical  Research  Facility  Construction  program  is 
for  "institutions  of  Emerging  Excellence"  that  are  described  as 
RCMI  schools,  or  Minority  Centers  of  Excellence.  Grants  awarded 
through  this  program  can  be  used  by  eligible  institutions 
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for  the  acquisition,  construction,  remodeling,  expansion  or  equipping  of  graduate  biomedical 
research  facilities.  The  purpose  of  this  program  is  to  strengthen  these  schools  so  they  can 
participate  in  clinical  trials  and  become  strong  centers  for  research  on  diseases  that 
disproportionately  affect  minority  populations. 

E.  Minority  Centers  of  Excellence:  *$  28  million 

The  Centers  of  Excellence  (COE)  program  provides  funding  to  improve  student  performance  and 
recruitment  and  faculty  recruitment,  training,  retention  and  research  at  predominantly  minority 
institutions  which  train  a  disproportionate  number  of  minority  health  professionals  as  well  as  provide 
a  great  deal  of  care  to  minority  populations.  The  FY  '93  reauthorization  of  COE  changes  the  portion 
of  funding  above  the  $12  million  for  the  4  original  Historically  Black  Health  Professions  Schools  to 
60%  for  Hispanic  and  Native  American  COE,  while  enabling  other  institutions  to  compete  for  40% 
of  the  remaining  funds.  In  addition  it  expands  the  eligibility  of  COE  to  include  schools  of  osteopathic 
medicine,  schools  of  public  health  and  graduate  programs  in  clinical  psychology.  Increased  funding 
for  the  "other"  Centers  of  Excellence  is  very  important. 

F.  Disadvantaged  Assistance:  $  35  million 

Disadvantaged  Assistance  grants  and  contracts  are  vital  to  the  identification,  recruitment,  retention, 
and  placement  of  minority  and  disadvantaged  students.  Two  programs  included  in  this  program 
are  the  Health  Carers  Opportunity  Program  (H-COP)  and  the  Financial  Assistance  for  Disadvantaged 
Health  Professions  Students  (FADHPS).  Institutions  rely  heavily  upon  these  grants.  Students  also 
rely  on  these  funds  for  support.  AMHPS  recommends  the  program  be  improved  to  allow  for 
authorization  changes  made.  Also,  HRSA  is  encouraged  to  provide  additional  assistance  to  minority 
institutions  in  grant  application  development. 

G.  Minority  Male  Grant:  $  6  million 

The  Minority  Male  Grant  Program  is  a  demonstration  of  innovative  interventions  at  the  local  level 
which  target  the  many  health  and  social  problems  affecting  minority  males  in  our  nation. 

H.  Exceptional  Financial  Need  Scholarships:  $  15  million 

Exceptional  need  funds  are  allocated  to  health  professions  schools  that  award  scholarships  to 
students  with  exceptional  financial  need.  Increased  authorization  levels  would  allow  continued 
support  for  additional  years  of  training  to  an  increased  number  of  eligible  students. 

I.  Scholarship  Grants  for  Disadvantaged  Students:  $  20  million 

The  Scholarship  Grants  program  provides  grants  to  schools  of  medicine,  optometry,  veterinary 
medicine,  allied  health,  or  public  health,  or  schools  that  offer  graduate  programs  in  clinical 
psychology  for  the  purpose  of  assisting  such  schools  in  providing  scholarships  to  individuals  from 
disadvantaged  backgrounds  who  are  enrolled  (or  accepted  for  enrollment)  as  full-time  students  In 
the  schools. 

J.        Hearth  Professions  Student  Loans  for  Disadvantaged  Students:  $  10  million 

The  Health  Professions  Student  Loan  (HPSL)  program  establishes  an  alternative  mechanism  to  meet 
the  financial  needs  of  minority  health  professions  students  previously  served  by  the  Health  Education 
Assistance  Loan  program.  HPSL  funds  should  be  used  to  assist  minority  institutions  in  developing 
and  maintaining  a  sufficient  revolving  fund.  Many  minority  institutions  have  not  had  sufficient  time 
or  resources  to  develop  adequate  revolving  funds. 

K.        Loan  Repayment  -  Faculty  Services:  $  2.5  million 

The  Loan  Repayment  -  Faculty  Services  program  provides  for  repayment  of  principal  and  interest 
of  any  educational  loans  at  a  rate  of  up  to  $20,000  per  year  for  eligible  individuals  from 
disadvantaged  backgrounds  who  are  health  professions  students  or  graduates,  and  who  have 
agreed  to  serve  for  at  least  2  years  as  a  faculty  member  of  a  school  of  medicine,  nursing, 
osteopathic  medicine,  dentistry,  pharmacy,  pediatric  medicine,  optometry,  veterinary  medicine,  or 
public  health,  or  a  school  that  offers  a  graduate  program  in  clinical  psychology. 

L        NIH  Office  of  Research  on  Minority  Hearth  -  Minority  Hearth  Initiative:  $  60  million 

The  Office  of  Research  on  Minority  Health  (ORMH),  In  the  Office  of  the  Director,  NIH  and  under  the 
direction  of  the  Associate  Director  for  Research  on  Minority  Health,  serves  as  the  focal  point  for 

This  figure  combines  original  Centers  of  Excellence  with  Native -American.  Hispank:  and  other  Centers  of  Excellence. 


567 


coordinating  overall  NIH  policies  and  programs  for  improving  minority  health  status  and  expanding 
the  participation  of  minorities  in  biomedical  or  health  service  delivery  careers. 

M.       HHS  Office  of  Minority  Health:  $  25  million 

The  HHS  Office  of  Minority  Health  was  statutorily  established  by  the  Disadvantaged  Minority  Health 
Improvement  Act  of  1990.  OMH  serves  as  the  coordinating  office  for  all  HHS  activities  focused  on 
improving  the  health  status  of  minorities  in  the  U.S. 

N.       National  Health  Service  Corps  Loan  Repayment  &  Scholarships:  $  85  million 

This  level  of  funding  is  necessary  to  assure  a  continuous  flow  of  minority  and  primary  care 
specialists  to  low  income,  minority,  and  underserved  areas.  The  loan  forgiveness  program  enacted 
by  Congress  is  a  unique  and  important  program  change. 

O.       Health  Education  Assistance  Loans:  $  425  million 

AMHPS  recommends  that  HEAL  loan  guarantees  continue  to  be  available  and  that  there  be  no  limit 
placed  on  these  loans.  AMHPS  supports  reducing  compounding  of  interest  to  lower  repayment 
amounts. 

P.       Health  Service  Grants  for  Residents  of  Public  Housing:  $  10  million 

The  Health  Services  for  Residents  of  Public  Housing  program  makes  grants  to  provide  residents  of 
public  housing  with  primary  care  services,  health  screenings,  health  counseling  and  education  and 
medical  referral  services. 

Q.       Title  III,  Part  B,  Section  326,  Postgraduate  Professional  Institutions:  $  20  million 

The  1992  reauthorization  of  the  Higher  Education  Act  added  11  Historically  Black  Graduate  and 
Professional  Schools  to  Part  B,  Section  326  of  Title  III.  The  funding  from  this  program  is  utilized  by 
our  institutions  to  establish  and  strengthen  development  offices,  to  begin  endowment  development 
campaigns  (a  definite  need  of  all  HBCUs),  and  to  enhance  our  educational  capabilities  on  the 
graduate  level. 


STATEMENT  OF  ANN  KURTH,  PRESIDENT,  THE  ASSOCIATION  OF 
NURSES  IN  AIDS  CARE  [ANAC] 

My  name  is  Ann  Kurth,  MPH,  RN,  MSN,  CNM  of  Indianapolis,  Indiana. 
I  am  also  currently  President  of  the  Association  of  Nurses  in  AIDS 
Care   (ANAC) . 

Thank  you  for  taking  testimony  regarding  this  historic  opportunity 
to  reauthorize  the  Ryan  White  CARE  Act.  The  beneficial  impact  of 
Ryan  White  as  a  lifeline  for  persons  living  with  HIV  cannot  be 
underestimated.  In  my  work  as  a  nurse  and  public  health 
specialist,  I  have  seen  firsthand  the  importance  of  having  a 
payment  source  that  enables  people  to  get  into  early  HIV  care. 
Such  entrance  to  care  improves  survival,  increases  the  amount  of 
time  that  persons  can  feel  productive,  and  allows  important 
messages  of  primary  and  secondary  HIV  prevention  to  reach  those 
already  living  with  this  disease.  In  the  absence  of  a  federal 
program  like  Ryan  White,  it  is  highly  doubtful  that  the  private 
health  care  sector  could  or  would  pick  up  the  responsibilities  of 
client  outreach  and  enrollment,  community-designed  input  to 
services,  education  for  all  health  professionals  (AIDS  Education 
Training  Centers  component) ,  and  health  services  research  that 
demonstrate  efficient  care  system  models  (Special  Projects  of 
National  Significance) . 

The  2,600  members  of  the  Association  of  Nurses  in  AIDS  Care  who  are 
on  the  frontlines  of  HIV  disease  care,  prevention,  policy,  and 
research,  also  appreciate  the  importance  of  the  Ryan  White  CARE 
Act.  Allow  us  to  share  with  you  some  of  their  experiences  with 
delivering  care  and  prevention  that  have  been  enabled  by  the  Ryan 
White  CARE  Act. 

And  thank  you  for  your  wisdom  in  moving  forward  to  keep  the  CARE 
Act  intact  and  funded  at  adeguate  levels  for  all  persons  in  need  of 
these  critical  services. 
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STATEMENT  OF  KEVIN  MALLINSON,  RN,  ON  BEHALF  OF  THE 
ASSOCIATION  OF  NURSES  IN  AIDS  CARE  [ANAC] 

My  name  is  Kevin  Mallinson,  BSN,  RN  of  Baltimore,  Maryland. 

The  AIDS  epidemic  has  dramatically  challenged  and  transformed  our 
health  care  system  in  the  United  States.  As  a  nurse  coordinating 
an  outpatient  primary  care  clinic  for  persons  with  HIV/AIDS  in 
urban  Baltimore,  I  struggle  with  caring  for  more  and  more  patients 
with  fewer  and  fewer  resources.  It's  unimaginable  to  me  that  one 
could  consider  decreasing  Ryan  White  monies  in  the  midst  of  this 
epidemic.  With  the  ever-increasing  number  of  diagnosed  cases  each 
year,  even  maintaining  the  same  level  of  funding  is  inadequate  to 
meet  the  basic  care  needs  of  patients.  As  a  nurse,  I  have  an 
interest  in  not  only  the  primary  care  of  patients,  but  the  ability 
to  address  prevention  within  the  wholistic  approach  we  utilize.  If 
we  are  ever  to  stop  this  disease,  we  must  invest  now. 

I  was  lucky  enough  to  met  Ryan  White  in  1989.  The  most 
extraordinary  thing  about  this  teenage  boy  is  that  he  was  not 
extraordinary  at  all.  He  was  anyone's  16  year  old  kid.  His  plea 
was  simply  stated  "Why  doesn't  everybody  see  that  we  should  fight 
AIDS  and  not  hurt  the  people  with  AIDS?"  The  Ryan  White  Care  Act 
has  funded  programs  in  Baltimore  that  work!  Without  the  "safety 
net"  that  we  have  with  our  network  of  programs,  many  of  our 
patients  would  fall  through  the  cracks. 

As  a  member  of  the  Association  of  Nurses  in  AIDS  Care  (ANAC)  ,  I 
urge  you  to  join  me  in  advocating  for  patients  too  sick  to  stand  up 
for  themselves,  Support  the  Ryan  White  Care  Act  with  funding  that 
promotes  humane  and  coordinated  care.  I  believe  only  then  can  our 
actions  be  true  to  the  memory  of  a  brave  young  man  with  AIDS  from 
Indiana  who  was  extraordinary  in  his  humanness. 

Thank  you  for  your  consideration. 


STATEMENT  OF  KEITH  KRUEGER,  ON  BEHALF  OF  THE  ASSOCIATION 
OF  NURSES  IN  AIDS  CARE  [ANAC] 

My  name  is  Keith  Krueger  of  Washington,  D.C.  and  I  appreciate  the 
opportunity  to  submit  testimony  to  your  Subcommittee  on  the  need 
for  full  funding  of  the  Ryan  White  Care  Act.  I  am  particularly 
honored  to  submit  this  joint  testimony  with  the  nurse  who  made  so 
much  difference  during  the  final  months  and  days  of  my  partner 
Frank's  life  —  Share  Crane,  R.N. 

In  my  experience,  nurses  provide  much  more  than  medical  care  —  and 
that  was  certainly  my  experience  with  Sharon.  Sharon  and  the  other 
AIDS  nurses  are  literally  the  storm  troopers  of  the  AIDS  pandemic. 
I  encourage  your  Subcommittee  to  listen  to  the  nurses,  for  they 
know  the  impact  that  AIDS  is  having  on  the  fabric  of  our  society. 
They  see,  every  day,  the  cost  this  disease  extracts  on  our  nation's 
families . 

Sharon  was  there  to  share  the  good  news,  and  she  was  there  when  the 
news  was  not  so  good.  She  encouraged  Frank  to  do  and  say  what 
needed  to  be  said  and  done  now.  She  was  there  to  comfort  and 
console  both  Frank  and  those  who  loved  him.  Most  importantly,  she 
always  made  certain  that  Frank's  dignity  was  preserved,  and  that  we 
followed  his  wishes.     She  is  what  I  would  call  a  saint. 

The  story  of  how  Ryan  White  resources  came  to  support  Frank  began 
in  the  spring  of  1993.  The  AIDS  virus  began  to  cause  dementia  in 
Frank  which  began  to  affect  his  short  term  memory.  Dementia  occurs 
in  up  to  a  quarter  of  all  AIDS  cases,  so  this  is  not  an  isolated 
example. 
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Frank  had  difficulty  knowing  what  day  it  was  or  what  he  had  just 
said  or  done.  He  was  disoriented  and  would  get  lost  or  confused 
easily . 

After  a  month  it  became  clear  that  Frank  could  not  work  any  longer 
at  his  government  job.  We  needed  to  make  plans  for  him  to  be  home 
during  the  workday,  yet  he  could  not  be  left  alone  given  his 
medical  condition. 

Through  the  Whitman  Walker  Clinic,  which  administers  Ryan  White 
programs  in  Washington,  D.C. ,  Frank  became  eligible  for  a  daytime 
home  health  aide  to  assist  him.  As  time  went  on,  and  Frank's 
condition  worsened,  we  were  able  to  match  this  public  support  with 
resources  from  Frank's  private  health  insurance  and  provide  around- 
the-clock  care.  Likewise,  friends  and  family  patched  together  a 
support  network  which  made  it  possible  to  provide  24  hour  care  in 
our  home. 

My  message  to  you  is  that  without  the  initial  commitment  of  the 
Ryan  White  support,  I  don't  know  how  we  could  have  kept  Frank  at 
home.  I  am  fundamentally  convinced  that  the  home  care  we  provided 
saved  thousands  in  health  care  dollars  because  we  were  not  using 
more  expensive  nursing  home  or  hospital  services.  In  addition,  we 
were  able  to  provide  the  kind  of  care  that  Frank  wanted  — 
surrounded  by  his  friends,  family  and  his  cats  (not  necessarily  in 
priority  order) . 

Without  the  safety  net  provided  by  the  Ryan  White  Care  Act,  I  know 
that  my  life  and  the  last  days  of  Frank's  would  have  been  vastly 
different.  I  am  not  certain  that  my  small  business  would  have 
survived  if  I  had  to  have  been  home  with  Frank  each  day.  As  it 
was,  life  was  very  complicated  and  stressful.  The  home  health  aide 
provided  under  Ryan  White  provided  the  ability  for  me  to  continue 
working  while  dealing  with  the  myriad  of  details  involved  in  being 
a  care  giver  to  someone  with  AIDS. 

I  am  not  a  health  professional,  nor  an  expert  on  AIDS.  I  can, 
however,  speak  as  one  individual  who  saw  the  difference  that  Ryan 
White  resources  made.  I  fear  that  in  a  time  of  renewed  effort  to 
reduce  the  federal  budget  deficit,  we  could  lose  sight  of  the 
critical  nature  of  funding  for  the  Ryan  White  Act. 

Please  support  the  critical  programs  provided  under  Ryan  White. 
It  is  a  small  ray  of  hope  for  persons  with  AIDS  and  their  families. 


STATEMENT  OF  SHARON  CRANE,  RN,  ON  BEHALF  OF  THE 
ASSOCIATION  OF  NURSES  IN  AIDS  CARE  [ANAC] 

My  name  is  Sharon  Crane,  RN,  BSN,  of  Mt.  Airy,  Maryland.  I  am 
privileged  to  present  testimony  to  your  Subcommittee  concerning  the 
continuation  of  funding  of  the  Ryan  White  Care  Act. 

The  pandemic  of  AIDS  has  wreaked  havoc  on  the  lives  of  countless 
individuals.  As  a  nurse  privileged  to  help  care  for  many  with  this 
illness,  I  have  been  struck  by  the  importance  of  allowing  those 
patients  who  wish  to  remain  at  home  to  have  that  opportunity. 

We  cannot  control  our  destiny  when  it  is  time  for  us  to  depart  this 
world.  The  incapacitating  effects  of  this  disease  are  many.  At  a 
time  when  physical  and  mental  capabilities  diminish,  it  is 
tremendously  important  for  a  patient  to  be  surrounded  by  those  with 
whom  he  feels  comfortable  and  by  the  pets  and  physical  comforts  of 
a  home  setting.  This  is  especially  true  when  early  signs  of 
dementia  set  in.  The  terrifying  feeling  of  confusion  can  be  offset 
by  the  reassurance  of  recognizing  one's  own  surroundings.  The  home 
is  the  last  bastion  of  safety  and  a  place  where  they  have  a  sense 
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of  control.  The  familiarity  of  one's  own  home  setting  is  of 
extraordinary  value. 

One  of  my  clients  who  profoundly  benefited  by  the  resources 
provided  by  Ryan  White  funds  was  Frank.  This  was  a  gentleman  of 
not  only  great  intellect,  but  profound  dignity  and  kindness.  He 
was  terrified  of  having  to  leave  his  home  to  spend  his  last  days  in 
a  hospital.  It  was  extremely  important  to  him  to  be  allowed  to 
have  death  with  dignity  and  to  be  cared  for  and  surrounded  by  those 
who  loved  him.  In  his  final  weeks,  you  could  see  the  visible 
reassurance  he  felt  when  he  outstretched  his  hand  and  knew  that  his 
cats  were  peacefully  lying  beside  him.  Toward  the  end,  when 
dementia  was  full  blown,  there  would  be  snatches  of  recognition  and 
you  could  see  him  relax  when  he  recognized  his  own  surroundings  and 
friends.  His  room  became  a  gathering  place  and  was  filled  with  a 
sense  of  love  and  peace. 

The  difficulties  of  caring  for  someone  at  home  can  be  challenging. 
In  today's  world,  where  most  family  members  have  to  work  outside  of 
the  home,  home  health  aides  and  caregivers  play  a  dominant  role  in 
keeping  a  patient  at  home.  A  family  member  cannot  mentally  and 
physically  provide  all  that  is  needed  for  their  loved  one.  The 
burden  of  watching  someone  you  love  slowly  die  is  exhausting.  The 
outside  helpers,  such  as  nurses,  home  health  aides,  social  workers, 
etc.,  are  crucial  in  providing  much  needed  services  for  these 
patients  and  families. 

In  these  times  of  financial  prudence  it  is  also  much  less  expensive 
to  provide  these  services  at  home.  I  am  sure  institutional  care 
for  Frank  would  have  been  much  more  costly  than  the  cost  of  at  home 
services.  Until  health  care  reform  is  accomplished,  the  funds 
provided  by  the  Ryan  White  Act  are  a  Godsend  to  families  and  must 
not  be  abolished  or  scaled  back. 

I  will  always  carry  memories  of  Frank  with  me.  The  network  of 
friends  and  the  devotion  of  his  partner,  Keith,  was  extraordinary. 
I  am  also  painfully  aware  that  the  funding  provided  by  the  Ryan 
White  Care  Act  was  the  little  bit  "extra"  that  pulled  all  the 
pieces  together  to  allow  Frank  the  dignity  and  peace  of  staying  at 
home.  I  am  very  grateful  funding  was  available  and  my  heart  is 
saddened  to  think  such  funding  could  be  abolished. 

I  beseech  you  not  only  as  a  nurse,  but  as  a  taxpayer.  Please 
continue  to  support  this  funding.  Far  too  many  people  are 
depending  on  your  support. 

Thank  you  again  for  allowing  me  to  submit  this  testimony. 


STATEMENT  OF  ANN  HUGHES,  RN,  ON  BEHALF  OF  THE  ASSOCIATION 
OF  NURSES  IN  AIDS  CARE  [ANAC] 

My  name  is  Anne  Hughes,   RN,  MN,   of  San  Francisco,  California. 

As  a  nurse  who  works  in  a  public  hospital  in  HIV  epicenter,  I  am 
acutely  aware  of  the  services  Ryan  White  funding  has  provided  the 
patients/clients  I  take  care  of.  In  San  Francisco,  Ryan  White 
funding  supports  a  van  that  brings  clients  to  their  health  care 
appointments.  A  number  of  community  based  organizations  which 
serve  the  needs  of  our  multilingual,  multicultural  communities  of 
color  have  been  able  to  develop  community-specific,  culturally 
sensitive  programs.  Ryan  White  funding  provides  support  for  many 
medical  services  to  improve  access  to  health  care. 

This  funding  also  provides  support  for  complementary  therapies  that 
clients  often  seek  because  of  uncontrollable  symptoms  or  because 
standard  medical  therapy  has  offered  little  hope.     Ryan  White  has 
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provided  funding  for  specialized  home  health  services  in  a  single- 
room  occupancy  hotel  in  the  Tenderloin,  which  is  home  to  many 
persons  who  are  substance  misusers,  poor,  disenfranchised  from 
family,  and  in  some  instances  are  chronically  mentally  ill.  Ryan 
White  has  provided  essential  substance  abuse  treatment  services 
that  provides  clients  whose  lives  have  been  chaotic  because  of 
their  drug  use  with  a  way  out.  No  doubt  there  may  be  other  more 
essential  services  funded  by  Ryan  White  which  I  have  failed  to 
mention  only  because  of  my  oversight. 

In  closing,  the  loss  of  Ryan  White  funding  will  drastically  affect 
the  lives  of  persons,  communities  and  states  affected  by  HIV/AIDS. 


STATEMENT  OF  STEVEN  WORTH,  EXECUTIVE  DIRECTOR,  ASSOCIATION 
OF  OUTPATIENT  CONSULTING  FIRMS  INTERNATIONAL 

CHAIRMAN  SPECTER,  SENATOR  HARKIN  AND  COMMITTEE  MEMBERS.  ON 
BEHALF  OF  THE  ASSOCIATION  OF  OUTPLACEMENT  CONSULTING  FIRMS 
INTERNATIONAL,  WE  ARE  PLEASED  TO  SUBMIT  THIS  WRITTEN  TESTIMONY  TO 
YOUR  COMMITTEE  FOR  REVIEW  AND  INCLUSION  IN  YOUR  HEARING  RECORD. 

THE  ASSOCIATION  OF  OUTPLACEMENT  CONSULTING  FIRMS  INTERNATIONAL 
(AOCFI),  IS  AN  ASSOCIATION  OF  78  FIRMS  WHICH  ALL  SPECIALIZE  IN  HELPING 
DISPLACED  WORKERS  FIND  NEW  JOBS.  TYPICALLY  OUR  MEMBER  FIRMS  ARE 
HIRED  BY  LARGE  CORPORATIONS  THAT  ARE  IMPLEMENTING  DOWNSIZING  AND 
JOB  SEARCH  ASSISTANCE  AS  A  BENEFIT  OFFERED  TO  THE  DISPLACED 
EMPLOYEE.  OUR  MEMBER  FIRMS  HAVE  332  OFFICES  ACROSS  THE  COUNTRY  IN 
EVERY  MAJOR  JOB  MARKET  IN  THE  U.S.  LAST  YEAR,  OUR  INDUSTRY,  WITH 
PRIVATE  FUNDING  ONLY,  PLACED  1,  200,000  PEOPLE  IN  JOBS  AT  AN  AVERAGE 
COST  OF  UNDER  $700.  THE  INDUSTRY  JOB  PLACEMENT  RATE  HISTORICALLY  HAS 
BEEN  OVER  90%. 

WE  APPLAUD  THE  COMMITMENT  OF  THE  SENATE  APPROPRIATIONS  COMMITTEE 
AND  PARTICULARLY  THIS  SUBCOMMITTEE  TO  EXAMINE  WHICH  PROGRAMS 
WORK  AND  WHICH  PROGRAMS  DO  NOT  WORK  AND  TO  MOVE  A  RESCISSION  BILL 
TO  CUT  FUNDING  FOR  THOSE  PROGRAMS  THAT  DO  NOT  WORK.  OUR 
ASSOCIATION  BELIEVES  THAT  THE  JOB  TRAINING  AND  DISLOCATED  WORKER 
PROGRAMS  IN  THE  DEPARTMENT  OF  LABOR  NEED  TO  BE  CONSOLIDATED, 
RESTRUCTURED,  AND  CUT. 

NUMEROUS  GAO  STUDIES  HAVE  DOCUMENTED  THE  OVERLAPPING,  AND 
INEFFECTIVE  JOB  TRAINING  AND  DISLOCATED  WORKER  ASSISTANCE 
PROGRAMS,  NOW  NUMBERING  163,  WHICH  EXIST  IN  15  DEPARTMENTS  OF  THE 
FEDERAL  GOVERNMENT.  1/3  OF  THESE  PROGRAMS  ARE  IN  THE  DEPARTMENT  OF 
LABOR.  SECRETARY  REICH  TESTIFIED  BEFORE  THIS  HOUSE  APPROPRIATIONS 
SUBCOMMITTEE  ON  JANUARY  18  AND  SAID  THAT  IT  WAS  "CRAZY"  TO  HAVE  163 
PROGRAMS  ACROSS  THE  FEDERAL  GOVERNMENT  FOCUSED  ON  THE  SAME 
PURPOSE  AND  HE  SUPPORTED  CUTTING  PROGRAMS  THAT  "DON'T  WORK".  THESE 
PROGRAMS  COST  THE  U.S.  TAXPAYERS  $25  BILLION  A  YEAR.  FROM  OUR 
PERSPECTIVE  IN  THE  PRIVATE  SECTOR  THEY  DO  NOT  WORK  WELL  AT  ALL. 
FROM  OUR  PERSPECTIVE  IT  IS  OUTRAGEOUS  THAT  THE  FEDERAL  GOVERNMENT 
DOESN'T  KNOW  HOW  MANY  PEOPLE  ACTUALLY  RECEIVE  JOBS  FROM  THIS  $25 
BILLION  ANNUAL  EXPENDITURE. 

ON  JANUARY  18.  THE  DEPARTMENT  OF  LABOR  RELEASED  A  BOOKLET  ENTITLED 
"WHAT'S  WORKING  (AND  WHAT'S  NOT)."  ONE  OF  THE  PROGRAMS  THAT 
CLEARLY  WORKS  IS  OUTPLACEMENT  CONSULTING  OR  JOB  SEARCH  ASSISTANCE. 
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WE  KNOW  THAT  JOB  SEARCH  ASSISTANCE  WORKS  FROM  OUR  YEARS  OF 
EXPERIENCE  IN  THE  INDUSTRY.  THE  DEPARTMENT  OF  LABOR  KNOWS  THAT  JOB 
SEARCH  ASSISTANCE  WORKS  AS  THEY  DOCUMENT  AND  REPORT  THIS  FINDING 
IN  "WHAT'S  WORKING  (AND  WHAT'S  NOT)."  WHAT  THIS  STUDY  DOCUMENTS 
FROM  EXPERIMENTS  IN  5  STATES  IS  THAT  THE  GOVERNMENT  BENEFIT/COST 
RATIOS  RANGE  FROM  1.8  TO  4.8  WITH  THE  BENEFITS  TO  THE  GOVERNMENT 
INCLUDING  REDUCED  NUMBER  OF  WEEKS  ON  UNEMPLOYMENT  INSURANCE 
PAYMENTS  AND  INCREASED  TAX  REVENUE  FROM  THOSE  RETURNING  MORE 
QUICKLY  TO  JOBS.  THE  EXPERIMENTS  WITH  THE  MOST  INTENSIVE  JOB  SEARCH 
ASSISTANCE  PROGRAMS  YIELDED  THE  HIGHEST  BENEFIT/COST  RATIOS. 

JOB  SEARCH  ASSISTANCE  RESULTS  IN  CLIENTS  FINDING  JOBS  MORE  QUICKLY 
THAN  THEY  WOULD  OTHERWISE,  STAYING  OR  GETTING  OFF  THE  WELFARE 
ROLLS  FASTER,  AND  FINDING  JOBS  THAT  ARE  EQUAL  OR  BETTER  THAN  THE 
JOBS  FOUND  BY  NON-  PARTICIPANTS.  LABOR  DEPARTMENT  RESEARCH  SHOWS 
THIS  TO  BE  TRUE.  FROM  OUR  EXPERIENCE  IN  THE  INDUSTRY  WE  KNOW  THIS  TO 
BE  TRUE. 

THE  DEPARTMENT  OF  LABOR  CAN  NOT  TELL  YOU  HOW  MUCH  MONEY  IN  TOTAL 
IS  SPENT  ONLY  FOR  JOB  SEARCH  ASSISTANCE.  NEVERTHELESS,  INFORMATION 
IN  THE  DEPARTMENT'S  1995  BUDGET  JUSTIFICATION  SUGGESTS  THAT  IT  COSTS 
THE  U.S.  DEPARTMENT  OF  LABOR  APPROXIMATELY  $4,200  TO  PLACE  A 
DISLOCATED  WORKER  IN  A  JOB.  THIS  DATA  SHOWED  THAT  IN  1992,  $527 
MILLION  WAS  SPENT  ON  DISLOCATED  WORKER  PROGRAMS  SERVING  312,000 
INDIVIDUALS  WITH  ONLY  126,270  FINDING  JOBS.  OTHER  INTERNAL 
DEPARTMENT  DATA  WHICH  ATTEMPTS  TO  ELIMINATE  TRAINING  FUNDS  AND 
FOCUS  ONLY  ON  JOB  SEARCH  ASSISTANCE  ACTIVITIES,  SHOWS  IT  COST  THE 
DEPARTMENT  OF  LABOR  APPROXIMATELY  $2,335  TO  PLACE  A  PERSON  IN  A  JOB. 

LAST  YEAR  THE  OUTPLACEMENT  CONSULTING  FIRM  INDUSTRY  PLACED  1.2 
MILLION  AMERICANS  IN  NEW  JOBS  AT  A  COST  OF  LESS  THAN  $700  PER  PERSON 
PLACED.  WE  HAVE  AN  HISTORICAL  PLACEMENT  RATE  OF  OVER  90%  AND  THE 
MAJORITY  OF  PEOPLE  WE  WORK  WITH  ARE  HOURLY  WAGE  WORKERS.  AS  BEST 
AS  CAN  BE  DETERMINED  FROM  DEPARTMENT  OF  LABOR  DATA,  THEY  ARE 
SPENDING  AT  LEAST  3.5  TIMES  ...  AND  OFTEN  AS  HIGH  AS  6  TIMES...  WHAT  THE 
PRIVATE  SECTOR  SPENDS  TO  PLACE  A  PERSON  IN  A  NEW  JOB.  ACCORDING  TO 
DEPARTMENT  OF  LABOR  FIGURES,  THEIR  PLACEMENT  RATE  IS  40%.  OUR  RATE 
OVER  THE  YEARS  HAS  BEEN  IN  EXCESS  OF  90%. 

THIS  ADMINISTRATION  AND  THIS  CONGRESS  HAS  TALKED  REPEATEDLY  ABOUT 
PARTNERSHIPS  WITH  THE  PRIVATE  SECTOR.  OUR  REPEATED  EFFORTS  TO  MEET 
WITH  THE  DEPARTMENT  OF  LABOR  TO  ADVANCE  A  JOB  PLACEMENT 
PARTNERSHIP  HAVE  LED  NOWHERE.  CLEARLY  WE  SHOULD  NOT  DUMP  BILLIONS 
OF  DOLLARS  INTO  PROGRAMS  THAT  DO  NOT  WORK.  THIS  IS  PARTICULARLY 
TRUE  WHEN  THERE  ARE  PRIVATE  PROGRAMS  THAT  ACCOMPLISH  THIS  SAME 
PURPOSE  AND  THESE  PROGRAMS  ARE  PROVEN  TO  WORK.  THE  FEDERAL 
GOVERNMENT  COULD  SAVE  MONEY  AND  AT  THE  SAME  TIME  PLACE  MORE 
AMERICANS  IN  REAL  JOBS  BY  RELYING  ON  THE  PRIVATE  SECTOR...  BY  RELYING 
ON  THE  OUTPLACEMENT  CONSULTING  FIRM  INDUSTRY. 

WITH  AN  UNEMPLOYMENT  RATE  OF  5.6%,  APPROXIMATELY  80%  OF  THESE 
INDIVIDUALS  ARE  LONGER  TERM  UNEMPLOYED  WITH  POOR  SKILLS  AND  POOR 
JOB  PROSPECTS.  WE  BELIEVE  THE  FEDERAL  GOVERNMENT  SHOULD  FOCUS  ITS 
EFFORTS  AND  PROGRAMS  ON  THE  LONGER  TERM  UNEMPLOYED  AND  LET  THE 
PRIVATE  SECTOR,  LARGELY  AT  PRIVATE  EXPENSE,  PLACE  THE  REMAINDER  OF 
THE  UNEMPLOYED  IN  JOBS. 
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THERE  HAS  NEVER  BEEN  A  BETTER  OPPORTUNITY  TO  MAKE  SIGNIFICANT 
IMPROVEMENTS  IN  THE  DELIVERY  OF  REEMPLOYMENT  SERVICES  WHILE  AT  THE 
SAME  TIME  SAVING  THE  TAXPAYER  ENORMOUS  AMOUNTS  OF  MONEY.  THERE 
HAS  NEVER  BEEN  A  BETTER  TIME  TO  RATIONALIZE  THE  CONFUSING  MAZE  OF 
FEDERAL  JOB  TRAINING/DISLOCATED  WORKER  ASSISTANCE  PROGRAMS,  BY 
REDUCING  THEIR  NUMBER,  REDUCING  THEIR  COST  AND  RELYING  TO  A  GREATER 
EXTENT  ON  THE  PRIVATE  SECTOR  TO  PLACE  DISLOCATED  WORKERS  IN  JOBS. 

MR.  CHAIRMAN,  MR.  HARKIN  AND  MEMBERS  OF  THE  COMMITTEE,  WE  APPLAUD 
YOUR  EFFORTS  TO  CUT  PROGRAMS  THAT  DO  NOT  WORK.  WE  ALSO  URGE  YOU 
TO  LOOK  AT  INNOVATIVE  AND  CREATIVE  WAYS  TO  FORM  REAL  PARTNERSHIPS 
WITH  THE  PRIVATE  SECTOR  TO  HELP  AMERICANS  FIND  WORK  AND  MOVE  FROM 
JOB  TO  JOB  IN  TODAY'S  VERY  FLUID  LABOR  MARKET.    THE  LEGISLATIVE 
AUTHORITY  ALREADY  EXISTS  TO  FORM  SUCH  PARTNERSHIPS.  THE  ONLY 
MISSING  INGREDIENT  IS  THE  LEADERSHIP  TO  ACT. 

THANK  YOU  VERY  MUCH  FOR  THE  OPPORTUNITY  TO  SUBMIT  THIS  WRITTEN 
STATEMENT  TO  YOUR  COMMITTEE. 


STATEMENT  OF  LOWELL  GOLDSMITH,  M.D.,  PAST  PRESIDENT,  ON 
BEHALF  OF  THE  ASSOCIATION  OF  PROFESSORS  OF  DERMATOLOGY 

Mr.  Chairman: 

My  name  is  Lowell  A.  Goldsmith,  M.D.  I  am  a  professor  and  chairman  of  the  Department 
of  Dermatology  at  the  University  of  Rochester  School  of  Medicine;  and  for  the  past  two  years,  I 
served  as  the  President  of  the  Association  of  Professors  of  Dermatology.  The  Professors  of 
Dermatology  wish  to  thank  this  committee  and  the  Congress  for  its  continued  support  of 
biomedical  research  and  the  National  Institutes  of  Health. 

Biomedical  research  in  this  country  is  a  complex  balanced  system  which  synergizes 
contributions  made  by  universities,  industry  and  the  government.  Our  world-wide  renown  and 
success  has  been  made  possible  by  the  critical  catalytic  spark  contributed  by  government  funding. 
That  spark  at  the  National  Institute  of  Arthritis,  Musculoskeletal  and  Skin  Diseases  (NIAMS)  is 
faint  and  insufficient  to  fuel  the  opportunities  which  will  satisfy  the  needs  of  the  patients  afflicted 
by  the  diseases  which  are  the  responsibility  of  NIAMS. 

As  you  know,  the  U.S.  leads  the  world  in  biomedical  research.  Our  citizens  have  won 
more  Nobel  Prizes  in  Medicine  and  Physiology  than  any  other  country,  nearly  half  of  all  those 
awarded.  It  is  not  surprising  that  our  Nobel  Prize  winners  have  benefitted  from  NIH  support, 
including  the  1994  winners,  Alfred  Gil  man  and  Martin  Rodbell. 

As  a  professor  of  dermatology,  I  am  very  aware  of  your  concerns  about  the  fiscal  health  of 
the  federal  government  and  the  many  difficult  funding  choices  that  you  will  be  making  over  the 
coming  months.  I,  too,  am  concerned.  I  am  concerned  that  the  National  Institutes  of  Health 
(NIH),  especially  NIAMS,  receive  adequate  funding  in  fiscal  year  1996.  Lack  of  support  for  both 
research  grants  and  training  stipends  has  both  short-term  and  long-term  implications  for  our 
biomedical  research  effort.  Fiscal  shortsightedness  will  cause  patients  to  suffer  and  die 
unnecessarily  and  will  hamper  our  ability  to  recruit  new  researchers.  We  not  only  imperil  our 
nation's  current  status  as  a  world  leader  in  this  area,  but  we  risk  losing  our  edge  in  the  future. 

NIAMS  has  a  large  and  diverse  research  agenda.  It  supports  both  basic  and  clinical 
research,  encompassing  a  staggering  number  of  diseases  affecting  the  three  largest  systems  in  the 
body  -  the  skin,  muscles  and  bones.  While  these  diseases  afflict  nearly  every  American,  many  of 
its  victims  are  women,  children  and  the  elderly.  It  has  been  estimated  that  the  annual  costs  to 
society  for  the  diseases  researched  by  NIAMS  is  at  least  $133  billion. 
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The  skin  is  the  largest  organ  in  the  body  and  is  the  major  interface  between  human  and 
their  physical,  chemical  and  biological  environments.  It  is  the  foremost  portal  of  entry  for 
hazardous  and  potentially  hazardous  agents.  The  skin  is  vulnerable  to  disease  and  injury, 
including  occupational  disease  and  injury.  This  year,  nearly  60  million  Americans  will  be 
diagnosed  and  treated  for  skin  disease.  In  addition,  the  U.S.  Bureau  of  Labor  Statistics  reports 
that  occupational  skin  disease  accounts  for  40%  of  all  reported  cases  of  occupational  illness  — 
although  many  believe  that  occupational  skin  disease  is  significantly  underreported.  Over  $7 
billion  is  expended  in  the  United  States  each  year  for  medical  treatment  and  lost  wages  due  to  skin 
disease. 

Despite  these  staggering  costs  to  our  society,  NIAMS  remains  underfunded.  Indeed, 
NIAMS  has  suffered  from  lack  of  funding  since  its  inception  in  the  1980's,  and  will  not  reach  its 
full  potential  without  a  significant  increase  in  its  funding.  Certainly,  Congress  did  not  plan  to  have 
a  new  institute  unable  to  reach  its  potential.  A  recent  article  in  Science  illustrated  the  dramatic 
discrepancy  in  the  number  of  approved  grants  that  NIAMS  is  able  to  fund  in  comparison  to  the 
other  institutes  of  the  NIH.  This  is  a  chronic  problem,  not  a  statistical  vagary  of  one  year.  The 
development  of  a  multi-year  approach  to  help  NIAMS  achieve  parity  with  the  other  institutes  at 
the  NIH  is  imperative  to  allow  the  translation  of  the  advances  in  bench  research  into  direct  patient 
care  improvements.  Better  and  more  efficient  care  usually  means  decreased  health  care  costs  —  a 
concern  of  most  Americans. 

Researchers  have  their  choice  of  which  research  field  to  study  and  the  chronic  severe 
underfunding  of  research  in  skin,  bones,  and  musculoskeletal  problems  will  make  this  field  of 
endeavor  less  attractive  to  young  researchers.  Without  an  infusion  of  young  minds,  future 
opportunities  will  be  lost. 

Fiscal  constraints  have  at  NIAMS  and  at  the  NIH  as  a  whole  have  enormous  consequence. 
Without  adequate  funding,  many  promising  new  areas  of  research  will  not  be  able  to  be  funded 
and  opportunities  to  relieve  the  pain  and  suffering  of  patients  and  their  families  will  be  delayed. 
NIAMS  must  have  adequate  funding  to  exploit  opportunities  in  both  basic  and  clinical  research. 

There  are  a  number  of  immediate  opportunities  in  basic  research  which  should  be  pursued 
over  the  next  year,  but  only  if  there  is  adequate  funding.  Recent  research  indicates  that  it  may  be 
possible  to  identify  those  genes  responsible  for  a  variety  of  autoimmune  diseases,  such  as 
scleroderma  and  lupus.  These  two  diseases,  which  predominately  affect  women  in  their  child 
bearing  years,  are  chronic,  debilitating,  fatal,  and  enormously  costly.  Identifying  those  genes 
responsible  for  these  terrible  ailments  open  new  doors  for  improved  treatments  and  diagnostic 
tools  and  even  cures. 

This  year,  NIAMS  coordinated  a  workshop  on  wound  healing.  Understanding  how  the 
healing  process  works  has  implications  for  a  variety  of  diseases  as  well  as  surgery  and  the 
treatment  of  traumatic  injury.  Cytokines  are  messengers  by  which  cells  communicate  and 
influence  the  behavior  of  other  cells.  Cytokines  induce  fever,  stimulate  cell  growth,  as  well  as 
play  an  important  role  in  the  healing  process.  There  is  much  we  need  to  know  about  the  work  of 
cytokines  and  much  we  will  not  know  without  adequate  funding. 

Gene  therapy  is  another  new  and  important  area  for  research.  Many  of  you  may  have  read 
about  the  use  of  gene  therapy  for  the  treatment  of  cystic  fibrosis  and  Gaucher's  Disease.  There 
are  many  others  diseases  for  which  gene  therapy  may  be  the  way  to  a  cure.  Today,  researchers 
are  hopeful  that  gene  therapy  may  be  a  cure  for  epidermolysis  bullosa  (EB).  I  know  that  members 
of  this  committee  have  heard  testimony  from  Arlene  Pessar  and  her  late  son,  Eric  Lopez,  about 
the  tragedy  of  EB.  EB  is  a  group  of  skin  diseases  characterized  by  extreme  fragility  and  easy 
blistering  of  the  skin  and  other  epithelia,  including  the  eyes  and  airways.  In  its  most  severe  forms, 
the  blisters  lead  to  chronic  and  unremitting  wound  healing  which  result  in  extensive  scarring  of  the 
affect  skin.  Through  your  support,  dramatic  progress  has  been  made  in  identifying  the  genetic 
abnormalities  in  several  types  of  EB.  Researchers  are  working  on  the  development  of  accurate 
prenatal  diagnostic  tools  for  this  disease.  Without  adequate  funding,  gene  therapy  for  EB  cannot 
go  forward. 
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There  has  been  significant  progress  made  in  the  understanding  of  melanoma,  the 
malignancy  of  the  pigment  cell  in  the  skin,  and  the  precursor  of  squamous  cell  cancer,  the 
common  actinic  keratosis.  Both  of  these  skin  cancers  are  markedly  increasing  in  the  southern, 
more  sunny  parts  of  our  nation,  although  these  conditions  are  common  throughout  the  country. 
Those  in  occupations  with  high  sun-exposure  are  at  increased  risk  for  squamous  cell  carcinoma. 
A  genetic  DNA  marker  was  found  in  patients  with  atypical  moles  who  have  strong  family  histories 
of  melanoma.  Those  patients  make  up  at  least  10%  of  the  patients  with  melanoma.  With  this 
DNA  marker,  it  is  now  possible  to  identify  those  carrying  the  gene  for  melanoma  at  an  early  age 
so  they  may  begin  an  aggressive  regimen  of  sun  protection  early  in  life.  As  50%  of  an  individual's 
total  ultraviolet  B  exposure  —  the  rays  that  cause  skin  cancer  and  aging  —  occur  before  the  age  of 
1 8,  educating  parents  and  children  about  the  importance  of  sun  protection  can  significantly 
decrease  the  incidence  of  skin  cancers.  Actinic  keratoses,  scaling  red  spots  on  sun-exposed  areas 
which  are  often  the  precursors  of  squamous  cell  carcinoma,  have  been  linked  to  mutations  in  p53. 
This  molecule  is  important  in  controlling  the  balance,  multiplication  and  death  of  cells.  This  new 
finding  is  an  important  clue  as  to  how  squamous  cell  cancers  develop  and  also  suggest 
mechanisms  for  their  prevention  and  treatment. 

The  American  Academy  of  Dermatology  is  working  with  the  CDC  to  determine  the  most 
effective  means  of  public  and  professional  education  to  prevent  skin  cancer.  Such  prevention 
programs  will  lead  to  increased  quality  of  life  and  decrease  the  cost  of  diseases  leading  to  almost 
10,000  deaths  each  year. 

Clinical  research  ~  bringing  the  work  from  the  laboratory  to  the  bedside  ~  is  a  very 
important  mission  of  NIAMS  that  is  being  inhibited  by  a  lack  of  funding.  Since  the  inception  of 
NIAMS,  this  committee  has  voiced  its  concerns  about  the  lack  of  attention  to  both  intra  and 
extramural  clinical  research.  Unfortunately,  progress  is  being  made  in  the  lab,  but  is  not  making 
its  way  to  the  bedside.  NIAMS  has  only  recently  created  an  intramural  program  in  dermatology, 
under  the  office  of  the  NIAMS  Intramural  Scientific  Director.  Without  adequate  support,  this 
program  will  not  get  on  its  feet. 

The  training  of  future  researchers  is  also  in  peril.  As  you  may  know,  the  National 
Research  Council  and  the  Federation  of  American  Societies  for  Experimental  Biology  (FASEB) 
have  made  recommendations  for  "realistic"  stipends  for  predoctoral  and  first-year  postdoctoral 
appointees.  Unfortunately,  federal  appropriations  have  provided  insufficient  funds  for  NIH 
training  programs.  With  the  aging  of  research  faculty  at  our  universities,  medical  schools,  and 
research  institutes  ever-increasing,  it  is  vitally  important  that  we  train  young  scientists  to  take 
their  place. 

Young  investigators  are  becoming  discouraged  about  their  prospects  for  a  career  in 
research  and  are  disappearing  from  the  applicant  pool.  As  undergraduate,  graduate  and  medical 
students,  they  witness  the  inability  of  their  mentors  to  get  grant  funding.  This  is  acutely 
discouraging  as  they  have  a  firsthand  knowledge  of  the  importance  of  their  mentor's  work.  As 
experienced  and  intellectually  gifted  scientists  become  increasingly  unable  to  pursue  their  dreams, 
it  is  only  logical  that  their  trainees  should  feel  discouraged.  Why  should  they  commit  to  such  an 
arduous  life  when  their  friends  and  colleagues  are  pursuing  more  secure  careers? 

As  the  chairman  of  the  Department  of  Dermatology  at  the  University  of  Rochester,  I  see 
these  problems  first  hand,  but  know  that  without  your  help,  I  will  be  unable  to  address  them.  Mr. 
Porter  and  members  of  the  subcommittee,  I  recognize  the  burdens  you  bear  this  year  and  ask  that 
you  remember  the  importance  of  the  mission  of  NIAMS  and  the  NIH  when  making  your  funding 
decisions  this  year. 

I  invite  this  committee  to  analyze  the  funding  patterns  of  NIAMS  and  convince  yourselves 
that  there  is  indeed  a  problem  of  chronic  underfunding  of  this  institute.  Please  work  with  the 
patient  advocate  and  academic  communities  to  develop  a  plan  for  alleviating  the  financial 
inequities  at  NIAMS  and  the  inequalities  for  patients  with  skin,  bone  and  musculoskeletal  diseases 
that  chronic  underfunding  causes. 
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STATEMENT  OF  THE  ASSOCIATION  FOR  PROFESSIONALS  IN 
INFECTION  CONTROL  AND  EPIDEMIOLOGY,  INC. 

The  Association  for  Professionals  in  Infection  Control  and  Epidemiology,  Inc.  (APIC) 
submits  testimony  for  consideration  on  the  subject  of  budget  appropriations  for  FY  1996.  APIC 
is  an  international  professional  organization  of  over  10,000  nurse,  physician  and  microbiologist 
members  who  have  primary  responsibility  for  minimization  of  the  risk  of  infections  and  other 
untoward  events  associated  with  health  care  delivery.  APIC  and  its  members  maintain  multiple 
advocacies  by  addressing  these  risks  in  health  care  worker  and  consumer  populations.  These 
advocacies  are  actualized  through  education,  intervention  and  research  related  to  improved 
methods  of  health  care.  As  part  of  its  mission,  APIC  seeks  to  sensitize  and  inform  decision 
makers  responsible  for  health  policy  to  the  relevant  issues  in  these  efforts. 

Priorities 

Clearly,  in  the  current  health  care  environment,  as  the  nation  faces  numerous  threats  to 
the  health  of  its  public,  the  notion  of  borders  between  countries,  states,  communities  and  even 
institutions  becomes  irrelevant.  International  travel  and  commerce*  can  transport  a  public  health 
menace  from  one  corner  of  the  world  to  another  in  a  matter  of  hours.  No  longer  can  we  feel 
safe  and  complacent  thinking  that  the  threat  of  life-threatening  disease,  such  as  pneumonic 
plague,  is  contained  in  a  remote  country  like  India.  Infectious  diseases  remain  the  leading  cause 
of  death  worldwide  and  are  among  the  most  important  causes  of  death  in  the  United  States. 
Changes  in  society,  technology  and  the  environment  together  with  the  diminished  effectiveness  of 
certain  approaches  to  disease  control  have  propelled  our  nation  and  the  rest  of  the  world  into  a 
new  era.  The  spectrum  of  infectious  diseases  is  expanding  as  many  infectious  diseases  once 
thought  controlled  are  increasing  in  incidence.  Never  before  has  the  public  health  information 
system  and  infrastructure  necessary  to  meet  these  potentially  catastrophic  challenges  been  more 
critical. 

Three  recent  reports  from  the  National  Academy  of  Science's  Institute  of  Medicine 
(IOM)  indicate  that  ability  of  the  U.S.  public  health  system  to  meet  these  challenges  is  in 
jeopardy.  Together  these  reports  document: 

1)  Lack  of  readiness  to  recognize,  treat  or  control  the  extraordinarily  serious 
microbial  disease  threats  emanating  from  the  tropics  [Lassa  Fever,  Ebola,  Cholera,  drug-resistant 
malaria]. 

2)  The  costly,  crisis-driven,  reactive  nature  of  the  public  health  community  today 
as  opposed  to  a  more  cost-effective  proactive  prevention-driven  system. 

3)  The  crucial  need  to  increase  vigilance  and  enhance  response  capability  through 
collaboration  among  agencies  including  the  National  Institutes  of  Health,  the  Food  and  Drug 
Administration,  Department  of  Defense  and  other  state  and  federal  agencies  and  to  establish  a 
leadership  role  by  the  Centers  for  Disease  Control  and  Prevention  (CDC)  in  a  national  and  global 
effort  to  monitor,  prevent  and  control  these  emerging  infectious  diseases. 

As  deliberations  continue  on  the  reformation  of  health  care  with  the  evaluation  of  value 
received  for  health  care  dollars  spent,  we  must  be  cognizant  of  the  proportion  of  this  resource 
spent  on  infectious  diseases.  Costs  attributable  to  infectious  diseases  exceed  $120  billion 
annually  in  the  U.S.  Direct  medical  costs  due  to  infections  acquired  in  hospitals  alone  was  $4.5 
billion  in  1992.  Controlling  or  preventing  these  events  is  complicated  by  the  diminished 
effectiveness  of  antimicrobial  agents  to  treat  hospital-acquired  infections  that  cause  or 
importantly  contribute  to  over  77,000  deaths  each  year.  This  number  will  surely  increase  if  our 
ability  to  treat  these  infections  continues  to  decline. 

Many  infectious  diseases  (meningitis,  pneumonia,  ear  infections,  diarrhea-related 
illnesses  and  others)  are  becoming  resistant  to  drugs  used  to  treat  them.  Annual  costs  due  to 
drug-resistance  are  estimated  to  be  $4.0  billion  and  escalating. 
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Infectious  diseases  reemerge  when  prevention  and  control  strategies  fail  and  the  public 
health  infrastructure  is  incapable  of  adequately  meeting  the  challenge.  Recent  familiar  examples 
of  this  include  outbreaks  of  multi-drug  resistant  tuberculosis,  the  spread  of  rabies,  plague,  and 
contaminated  food  and  water  supplies  that  placed  entire  communities  at  risk. 

-The  Association  applauds  the  Committee's  support  for  infectious  disease  control  in  the 
FY  1995  budget;  fully  $2.2  million  dollars  above  the  FY  94  level.  In  addition,  the  Association 
notes  the  Committee's  support  of  CDC's  comprehensive  strategy  to  address  emerging  infectious 
disease  threats.  The  funding  level  for  tuberculosis  prevention  and  control  activities  through  CDC 
recommended  by  the  Committee  for  FY  95,  approximately  $1.6  million  over  FY  94,  and  the 
increase  of  $15  million  for  CDC's  HIV  prevention  activities  are  equally  commendable.  We  are, 
however,  gravely  concerned  about  the  $4.4  billion  FY  95  rescission  recommendations  that 
include  $32  million  in  cutbacks  for  CDC  programs  involving  infectious  diseases,  AIDS 
prevention/education  and  injury  control  programs.  We  encourage  the  Committee  to  fully  fund 
these  programs  in  both  the  FY  1995  and  1996  budgets.  In  particular,  based  on  the  IOM  reports 
and  the  recommendations  of  multiple  expert  panels  and  professionals,  the  Centers  for  Disease 
Control  and  Prevention  published  a  national  plan  for  addressing  infectious  diseases  stressing  the 
need  to  strengthen  surveillance,  applied  research,  and  prevention  and  control  programs  of  states, 
local  communities  as  well  as  strengthen  the  infrastructure  of  the  laboratories  in  CDC.  The  price 
of  full  implementation  of  this  plan  has  been  estimated  to  be  $125  million.  The  Association  urges 
the  Committee  to  fund  this  program  as  requested  by  the  Agency. 

We  are  aware  of  initiatives  from  the  Administration  and  certain  legislators  to  consolidate 
CDC  categorical  programs  into  large  block  grants  allowing  states  discretion  in  resource 
allocation  for  treatment  and  prevention  programs  for  diseases  including  tuberculosis,  sexually 
transmitted  diseases  and  HIV.  The  Association  would  like  to  express  concern  on  this  issue  based 
on  the  history  of  similar  attempts  to  decentralize  national  public  health  programs.  Thirty  years 
ago,  after  decades  of  limited  program  activity,  legislation  was  approved  for  project  grants  in 
1961.  At  the  height  of  the  program  in  1969,  new  cases  of  tuberculosis  were  reduced  by  8.2%. 
The  program  was  phased  out  with  no  monies  available  after  1972.  By  1970,  the  impact  of  the 
phase  out  was  illustrated  by  the  case  rate  reduction  slowed  to  5.1%.  Throughout  the  1970's, 
advocates  called  for  a  return  to  the  centralized  federal  program  but  the  momentum  was  lost  and 
there  was  little  success.... the  case  rate  reduction  dropped  to  3.2%  by  1982.  By  the  end  of  1984 
there  was  an  increase  in  the  number  of  actual  cases  of  tuberculosis.  This  phenomenon  has  been 
referred  to  as  the  "U  Shaped  Curve  of  Concern"  meaning  that  when  the  incidence  of  the  disease 
decreases  resources  are  withdrawn  and  the  disease  resurges  proportionately. 

It  is  estimated  that  the  decentralization  of  tuberculosis  management  programs  led  to 
63,000  excess  cases.  Tuberculosis  costs  this  nation  $693  million  in  direct  health  care 
expenditures  and  $305  million  in  indirect  costs,  annually.  Experts  have  identified  a  target  case 
rate  of  3.5  per  100,000  population  as  part  of  the  Year  2000,  Strategic  Plan  for  the  Elimination 
of  Tuberculosis  in  the  U.S.  Unfortunately,  the  current  case  rate  is  10.4  per  100,000.  The 
Association  urges  the  Committee  to  support  centralized  tuberculosis  control  over  decentralized 
fragmentation  of  this  national  problem. 

Public  policy  discussions  and  scientific  efforts  sometimes  focus  on  vaccine  and  drug 
development  to  the  exclusion  of  education  and  behavioral  changes  as  a  means  of  preventing  the 
spread  of  disease.  This  narrow  focus  is  unfortunate  because  it  is  frequently  only  by  changing 
patterns  of  human  activity-travel,  hygiene,  food  handling,  sexual  behavior  and  drug  use-that  the 
spread  of  disease  can  be  stopped.  The  public  must  be  made  aware  of  the  potential  benefits  of 
behavioral  change  in  the  prevention  or  limitation  of  disease  transmission.  The  Association 
encourages  the  Appropriations  Committee  to  fund  National  Institutes  of  Health  (NIH)  programs 
designed  to  educate  the  public  to  enhance  the  health-promoting  behavior  of  diverse  target  groups. 
In  particular,  the  Association  urges  the  Committee  to  support  the  $70  million  increase  in  the 
AIDS  budget  of  the  NIH  as  it  "reflects  a  rededication  to  basic  biomedical  and  behavioral  research 
on  HIV  infection".  The  Association  also  requests  favorable  consideration  for  the  $10  million  area 
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of  emphasis  in  the  projected  NIH  budget  dealing  with  emerging  infections  as  well  as  the  $1 
million  focused  on  tuberculosis. 

Recent  data  from  the  Bureau  of  Labor  Statistics  (Dec.  21,  1994)  indicate  that  U.S. 
workers  saw  a  decline  in  job-related  illnesses  and  injuries  to  8.5  cases/100  full  time  workers 
from  8.9  cases  per  100  workers  in  1992.  Health  services  reported  an  occupational  injury  rate  of 
9.1  cases  per  100  workers;  hospitals  reported  11.8  cases  per  100  down  from  12.0  cases  per 

100  workers  in  1992;  and  nursing  and  personal  care  facilities  reported  17.3  per  100  compared  to 
18.6  per  100  cases  in  1992.  These  data  indicate  that  the  combined  effect  of  applied  research, 
technological  advances  in  devices  used  by  health  care  workers,  industry  awareness,  regulatory 
initiatives  and  health  care  worker  education  has  made  a  difference.  It  is  currently  impossible  to 
assign  or  attribute  a  proportionate  effect  to  any  one  of  these  influences  although  such 
methodology  will  be  essential  in  designing  cost-effective  strategies  to  address  continuing  and 
emerging  hazards  associated  with  health  care  delivery.  To  that  end,  the  Association  urges  the 
Committee  to  adequately  fund  CDC,  NIH,  OSHA  and  NIOSH  initiatives  designed  to  research 
and  minimize  these  hazards  and  carefully  evaluate  the  impact  of  proposed  FY  95  rescissions 
affecting  these  agencies  [CDC  $32  million;  NIH  $70  million;  OSHA  $16  million  and  NIOSH  $5 
million]. 

In  addition,  the  Association  draws  the  Committee's  attention  to  the  work  of  those  APIC 
members  employed  as  Employee  Health  Nurses.  These  professionals,  armed  with  essential 
training  in  epidemiology  and  data  management,  are  integral  to  the  provision  of  safe  working 
environments  for  health  care  workers.  Employee  Health  Nurses  provide  hospital  or  facility- 
based  occupational  health,  monitor  occupational  disease  and  injury,  as  well  as  provide  essential 
input  into  the  prevention  of  these  events.  Without  appropriate  epidemiologic  data  to  define  and 
stratify  risk  as  well  as  identify  and  evaluate  the  efficacy  of  preventive  methods,  precious  health 
care  dollars  are  potentially  wasted.  APIC  urges  the  Committee  to  consider  the  fundamental 
science  behind  existing  regulations  as  well  as  those  initiatives  in  the  regulatory  pipeline.  Dollars 
spent  unscientifically  however  altruistically  will  not  be  available  to  fund  other  initiatives.  The 
deciding  factor  on  these  issues  must  be  science.  When  sound  scientific  data  are  insufficient, 
regulatory  initiatives  must  be  curbed  by  practicality. 

Case  in  point  are  the  regulatory  initiatives  to  prevent  health  care  worker  exposure  to 
tuberculosis.  Over  the  past  decade,  the  resurgence  of  tuberculosis  and  the  emergence  of  multi- 
drug resistant  strains,  reported  in  40  states  and  responsible  for  outbreaks  in  at  least  12  hospitals, 
have  significantly  changed  our  perception  of  this  disease.  In  a  comprehensive  review  of 
tuberculosis  in  health  care  workers,  Menzies,  et.  al.  (New  England  Journal  of  Medicine.  January 
12,  1995,  pp  92-98)  point  out  the  geographic  and  institutional  variation  in  risk  of  infection  over 
the  past  twenty  years.  In  addition,  they  point  out  several  regulatory  problems  including  the 
Occupational  Safety  and  Health  Administration's  (OSHA)  requirement  to  use  high-efficiency 
particulate  respirators  (HEP A)  for  health  care  worker  respiratory  protection,  in  part  because  of 
the  absence  of  appropriate  testing  of  other  [less  costly]  respirators.  It  is  estimated  that  untested 
respirators  cost  $0.40-$0.92  each  compared  to  $7.50-$9.08  for  HEPA  respirators.  In  one 
hospital,  the  use  of  HEPA  filters  for  one  year  cost  $500,000  and  it  is  estimated  that  the  use  of 
such  masks  to  prevent  one  case  of  tuberculosis  from  occupational  exposure  would  cost  between 
$7  million  and  $18  million.  Another  requirement,  tuberculin  skin  testing  costs  less  than  $10  per 
person  but  the  prevalence  of  true  positive  tests  is  low,  and  screening  may  cost  $4,500  per  person 
eligible  for  treatment  and  $350,000  per  case  of  tuberculosis  prevented.  No  published  data 
demonstrate  the  efficacy  or  cost  effectiveness  of  HEPA  respirators,  improved  ventilation 
systems,  or  ultraviolet  lights.  Given  the  high  cost  of  implementing  many  of  these  measures, 
there  is  an  urgent  need  to  evaluate  their  efficacy,  feasibility,  and  cost  effectiveness,  as  well  as 
their  effect  on  the  risk  of  transmission  in  various  health  care  settings. 
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RECOMMENDATIONS : 

1 .  The  Association  urges  the  Committee  to  fund  prevention  strategies  aimed  at  emerging 
infectious  diseases.  Included  should  be  the  $843  million  for  support  of  the  Health  and  Human 
Services'  Childhood  Immunization  Initiative  working  toward  the  goal  of  immunizing  90%  of 
children  under  2  years  with  the  most  important  vaccinations. 

2.  The  Committee  is  encouraged  to  maintain  careful  scrutiny  of  the  scientific  and  cost- 
effective  foundations  of  regulations  directed  at  health  care. 

3.  The  Committee  is  urged  to  support  a  strong,  centralized,  adequately  funded,  public 
health  program  for  effective  control  of  HIV,  STDs,  and  tuberculosis. 

SUMMARY 

The  Association  strongly  believes  that  the  best  way  to  prepare  for  the  future  is  by 
developing  and  implementing  preventive  strategies  that  can  meet  the  challenges  offered  by 
emerging  and  reemerging  pathogens.  The  Association  further  believes  that  it  is  infinitely  less 
costly,  clearly  more  cost-effective,  to  address  an  emerging  disease  at  an  early  stage-  and  prevent 
its  spread-than  to  rely  on  treatment  to  control  the  disease.  We  therefore  encourage  the 
Committee  to  invest  in  the  protection  of  the  health  of  the  nation's  public  by  fully  funding  the 
CDC  plan  to  address  emerging  infectious  disease.  Competing  priorities  challenge  the  Senate 
Appropriations  Committee  in  its  deliberations  over  the  1996  budget  appropriations  and  proposed 
rescissions  for  the  FY  95  budget,  especially  in  the  area  of  health  care.  APIC  thanks  the 
members  of  the  Committee  for  considering  these  comments  and  stands  ready  to  provide 
additional  supporting  information  or  testimony  as  may  be  appropriate. 
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STATEMENT  OF  FRED  JONES,  ASSOCIATE  VICE  PRESIDENT  FOR  RE- 
SEARCH, MEHARRY  MEDICAL  COLLEGE,  ON  BEHALF  OF  THE  ASSO- 
CIATION OF  RCMI  PROGRAMS 

Mr.  Chairman  and  members  of  the  subcommittee,  I  am  Fred  Jones,  Associate  Vice 
President  for  Research  at  Meharry  Medical  College  and  President  of  the  Association 
of  Research  Centers  in  Minority  Institutions  (RCMI)  Program  Directors.  RCMI  - 
Research  Centers  in  Minority  Institutions  -  is  an  NIH  sponsored  program  whose 
purpose  is  to  strengthen  research  infrastructure,  facilities,  personnel  and  research 
administration  at  minority  institutions.  This  organization  consists  of  nineteen 
program  directors  representing  institutions  where  RCMI  programs1  exist.  The 
Association  of  RCMI  Program  Directors'  was  formed  in  1987  to  foster  the  goals  of 
RCMI. 

RCMI  eligible  institutions  enroll  50%  or  more  of  minority  students,  i.e.,  African 
Americans,  Hispanics,  Native  Americans,  and  Pacific  Islanders.  The  institutions 
include  eight  Schools  of  Medicine,  three  Colleges  of  Pharmacy,  seven  Graduate 
Schools  and  one  School  of  Veterinary  Medicine.  They  are  located  primarily  in 
urban  centers  in  Florida,  Alabama,  Georgia,  Louisiana,  New  York,  Hawaii, 
Tennessee,  California,  Texas,  Puerto  Rico,  and  the  District  of  Columbia. 

The  institutions  supported  by  the  RCMI  program  have  historically  produced  a 
disproportionately  large  number  of  minority  physicians,  pharmacists,  veterinarians, 
and  scientists.  A  tradition  of  excellence  characterizes  the  continuous  conduct  of 
their  mission.  The  ability  to  continue  to  carry  out  their  missions,  particularly  in  the 
sciences,  has  been  enhanced  by  the  RCMI  program:  RCMI  has  strengthened  the 
infrastructure  for  research,  which  has  had  a  rippling  effect  on  the  quality  of  the 
academic  programs  and  the  scholarly  environment  of  the  institutions  as  measured 
by  publications  in  peer  reviewed  journals  and  applications  for  research  support 
from  federal  and  private  sources.  For  example,  there  has  been  a  25-50%  increase  in 
scientific  publications  and  the  establishment  of  three  new  Ph.D.  programs  in  such 
fields  as  toxicology  and  neuroscience.  A  strong  research  infrastructure  is 
fundamental  to  planning  the  research  future  of  RCMI  institutions.  The  resources 
RCMI  has  placed  at  the  disposal  of  these  institutions  over  the  past  10  years  have 
resulted  in  phenomenal  progress  in  their  programs.  By  hiring  research  faculty  and 
acquiring  equipment  these  institutions  have  been  able  to  address  questions  which 
relate  to  diseases  which  effect  not  only  the  minority  population,  but  all  Americans. 
It  is  apparent  from  these  results  that  this  program  is  beneficial. 

A  special  initiative  of  the  RCMI  program  has  been  to  build  and  enhance  the 
infrastructure  for  clinical  research.  The  role  that  these  institutions  can  play  in 
enrolling  minorities  and  women  in  clinical  trials  was  recognized  by  RCMI  program 
administration,  and  efforts  were  made  to  assist  these  institutions  in  their  capacity  to 
expand  in  this  role.  The  collaborative  effort  which  will  emerge  can  facilitate  the 
increase  of  women  and  minorities  in  clinical  research  as  mandated  by  the  NIH 
Revitalization  Act. 

RCMI  supported  institutions  with  affiliated  medical  schools  are  deficient  in 
infrastructure  for  clinical  research.  The  RCMI  program  has  documented  the  needs 
of  these  institutions  and  the  value  of  their  involvement  in  clinical  research  to 
increase  the  number  of  minorities  and  women  in  clinical  trials.  After  two  years  of 


*A  program  of  the  National  Institutes  of  Health,  National  Center  for  Research  Resources,  at  Atlanta 
University  (GA),  City  College  -CUNY  (NY),  Charles  R.  Drew  University  of  Medicine  and  Science 
(CA),  Florida  A&M  University  (FL),  Howard  University  (DC),  Hunter  College  (NY),  Meharry 
Medical  College  (TN),  Morehouse  School  of  Medicine  (GA),  Ponce  School  of  Medicine  (PR),  Tennessee 
State  University  (TN),  Texas  Southern  University  (TX),  University  of  Texas  at  El  Paso  (TX),  Tuskegee 
University  (AL),  Universidad  Central  Del  Caribe  (PR),  University  of  Hawaii  (HI),  University  of 
Puerto  Rico  -  Medical  Science  Campus  (PR),  University  of  Puerto  Rico  -  Rio  Piedras  (PR),  Xavier 
University  (LA)  and  Southern  University  (LA) 


581 


planning,  RCMI  institutions  with  medical  schools  have  submitted  applications  to 
the  NIH  National  Center  for  Research  Resources  to  address  their  problems. 
Funding  3  to  4  of  these  institutions  along  with  other  RCMI  program  renewals  will 
create  an  8.58%  shortfall  in  the  RCMI  program  budget;  this  shortfall  will  exist  even 
with  the  additional  support  expected  from  various  NIH  institutes  and  the  Office  of 
Research  on  Minority  Health.  The  RCMI  Program  Directors'  Association  strongly 
recommends  an  increase  in  the  FY  1996  budget  for  the  RCMI  program  of  8.58% 
above  the  requested  level,  or  $2.24  million  to  continue  support  of  the 
congressionally  mandated  development  of  the  clinical  research  infrastructure  at 
RCMI  eligible  institutions.  This  increase  will  bring  the  RCMI  program  more  in  line 
with  the  fiscal  year  1996  request  for  other  NCRR  Programs. 

Scientific  facilities  at  RCMI  participating  institutions  like  those  in  many  other 
institutions  across  the  country,  have  been  deteriorating  since  the  1960s  and  70s. 
Many  can  no  longer  meet  the  specifications  of  governmental  agencies  or  handle 
toxic  wastes  and  hazardous  materials.  There  is  a  great  need  across  the  country  to 
construct,  renovate  and  revitalize  science  facilities  to  meet  the  research  and  training 
needs  for  the  future  scientists  of  this  country.  To  remain  competitive  with  other 
nations,  we  need  to  maximize  the  use  of  all  human  resources  to  produce  future 
scientists. 

Recently,  the  president's  recision  budget  for  facilities  revitalization  in  NCRR 
eliminated  $1  million  of  the  $19  million  for  facilities  revitalization.  The  house 
subcommittee  on  appropriations  asked  that  the  remaining  $19  million  be  removed 
from  the  budget  and  that  no  funds  be  made  available  in  the  1996  budget  for  this 
purpose.  The  Association  of  RCMI  Program  Directors'  strongly  opposes  these 
actions  and  recommends  that  facilities  revitalization  funds  be  restored  and 
expanded  beyond  the  $20  million  originally  requested  in  the  president's  budget  for 
1996.  These  resources  are  badly  needed  to  revitalize  college  science  facilities  across 
the  country. 

The  facilities  revitalization  program  in  its  current  form  already  requires  institutions 
to  provide  matching  funds  for  every  dollar  awarded  for  construction  or 
revitalization  of  facilities  on  campus.  Matching  funds  are  a  major  deterrent  for 
some  institutions  faced  with  increasing  cost  for  operations  and  shrinking  revenue 
from  public  and  private  sources. 

There  is  national  concern  about  the  inadequate  number  of  women  and  minority 
students  at  the  high  school  level  interested  in  the  sciences  and  requisite  courses  for 
careers  in  science.  The  best  approach  to  ensure  that  this  pool  of  talent  is  nurtured, 
trained  and  groomed  for  future  careers  in  science  is  to  initiate  programs  to  achieve 
that  end.  The  NCRR  has  funded  the  Minority  High  School  Student  Research 
Apprenticeship  (MHSSRA)  for  over  10  years.  This  program  has  been  expanded  in 
order  to  provide  research  experiences  for  high  school,  junior  high  and  elementary 
school  teachers.  This  will  develop  "master"  teachers  of  science  at  the  elementary 
and  junior  high  levels  in  order  to  incoroporate  science  more  effectively  into  the 
curriculum.  Long-range,  it  is  anticipated  that  this  will  attract  and  retain  more 
minority  students  in  the  sciences  Unfortunately,  the  FY  1996  proposed  budget 
would  decrease  the  number  of  students  that  can  be  supported.  In  1994,  2,933 
students  were  supported.  The  proposed  reduction  in  the  1996  budget  (i.e.,  $6.4 
million  in  1996  versus  $8.8  million  in  1994)  will  support  approximately  900  fewer 
students.  The'  FY  1996  budget  for  this  program  should  be  restored  to  he  FY  1994 
level  of  $8.8  million,  an  increase  of  $2.4  million  above  the  requested  level. 

SUMMARY  RECOMMENDATIONS 

1.  The  FY  1996  budget  for  the  RCMI  Program  should  be  increased  by  $2.25 
million  to  meet  the  congressionally  mandated  development  of  the  clinical 
research  infrastructure  at  RCMI-eligible  institutions. 
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2.  The  $20  million  removed  from  the  NCRR  FY  1995  budget  for  facilities 
revitalization  should  be  restored.  An  additional  4  percent  or  $0.8  million 
should  be  added  to  the  FY  1996  budget. 

3.  In  order  to  achieve  the  objectives  of  the  RCMI  and  MHSSRA  programs,  the 
following  increases  are  recommended  above  the  FY  1996  request: 

 millions  


Requested  Recommended 
RCMI  Program                          $  26.049  $  28.289 

Facilities  Revitalization  Program  20.000  20.800 
MHSSRA  6.414  8.818 


STATEMENT  OF  THE  ASSOCIATION  OF  SCHOOLS  OF  PUBLIC  HEALTH 

Dear  Mr.  Chairman: 

The  Association  of  Schools  of  Public  Health  (ASPH*)  appreciates  the  opportunity  to  outline  its  modest 
requests  for  funding  in  FY96  of  academic  public  health  programs  currently  administered  by  the  U.S.  Public 
Health  Service  (PHS).  Providing  this  minimal  support  to  students,  programs  and  graduate  public  health  schools 
is  a  means  whereby  the  federal  government  can  share  the  costs  with  state  and  private  universities  for  educating 
and  training  public  health  professionals  to  manage  and  lead,  in  most  cases,  federally  mandated  health  programs 
at  the  state  and  local  level. 

In  its  landmark  study  entitled  The  Future  of  Public  Health  (1988),  the  Institute  of  Medicine  (IOM)  stated 
boldly  that  "this  nation  has  lost  sight  of  its  public  health  goals  and  has  allowed  the  system  of  public  health 
activities  to  fall  into  disarray. ..The  current  state  of  our  abilities  for  effective  public  health  action. ..is  cause  for 
national  concern  and  for  the  development  of  a  plan  of  action  for  needed  improvements." 

The  27  schools  of  public  health  in  19  states  and  Puerto  Rico  constitute  a  primary  source  of 
comprehensively-trained  public  health  professionals  to  serve  the  federal  government,  the  50  states  and  the 
private  sector.  To  meet  the  inevitably  growing  demand  for  leaders  who  can  recognize  and  work  toward  viable 
solutions  to  the  nation's  multiple  health  care  problems,  these  schools  must  be  funded  to  support  costs  in  three 
main  areas.  First,  it  is  crucial  to  assist  students  in  financial  need,  so  that  highly  motivated  and  qualified  students 
will  not  be  turned  away.  Second,  we  want  to  be  able  to  strengthen  and  expand  our  educational  programs  in 
areas  urgently  calling  for  prevention  and  control,  including,  but  not  limited  to: 


♦ 

HIV/AIDS 

♦ 

substance  abuse 

♦ 

violence  and  injuries 

♦ 

teenage  pregnancy 

♦ 

the  poor  health  problems  of  women  and  children 

♦ 

the  health  problems  of  the  elderly 

♦ 

access  to  health  care 

♦ 

environmental  and  occupational  health  hazards 

The  third  area  of  funding  is  aimed  at  forging  a  cooperative  link-up  between  faculty  and  students  on  the  one 
hand,  and  operational  public  health  agencies  and  community-based  organizations  on  the  other. 

In  1956,  the  104th  Congress  passed  the  Public  Health  Service  Act  in  a  unanimous  vote  to 
support  professional  education  in  public  health.  Since  then,  bipartisan  support  has  repeatedly  extended 
these  public  health  programs. 

The  rationale  for  the  legislation  was  based  upon  the  recognition  by  Congress  that  preservation 
of  the  nations'  health  requires  more  than  merely  reacting  to  disease,  illness  and  disability.  Indeed,  it 
was  felt  that  perhaps  a  better,  more  rational  and  economic  approach  would  be  a  judicious  combination 
of  disease  prevention  and  health  promotion,  along  with  improved  planning  and  organization  of 
therapeutic  and  rehabilitation  services. 


The  Association  of  Schools  of  Public  Health  (ASPH)  is  the  only  national  organization  representing  the  deans, 
faculty,  and  students  of  this  nations'  27  accredited  schools  of  public  health  in  the  United  States  and  Puerto 
Rico.  These  schools  have  a  combined  faculty  of  over  2,200  and  educate  more  than  14,500  students  annually 
from  every  state  in  the  U.S.  and  most  countries  throughout  the  world.  The  27  schools  graduate  approximately 
4,000  professionals  each  year.  The  schools  represent  the  primary  educational  system  that  trains  personnel 
needed  to  operate  our  nation's  public  health  and  promotion  programs.  ASPH's  principal  purpose  is  to  promote 
and  improve  the  education  and  training  of  professional  public  health  personnel,  many  in  short  supply. 
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The  public  health  workforce  is  the  most  diverse  and  multidisciplinary  of  all  i  th  i  healt;. 
professions.  It  is  comprised  of  approximately  3  million  workers  including  represents. ives  of  such 
medical  and  social  science  professions  as  physicians,  nurses,  dentists,  administrators,  epidemiologists, 
environmental  health  specialists,  nutritionists,  biostatisticians,  psychologists,  behavioral  scientists, 
lawyers,  chemists  and  engineers. 

The  need  for  trained  public  health  professionals  could  double  the  current  level,  according  to  a 
recent  PHS  report  to  Congress.  The  need  has  intensified  with  the  proliferation  of  health  programs 
mandated  by  Congress,  not  to  mention  new  and  expanded  responsibilities  of  health  organizations  under 
managed-care.  There  are  currently  shortages  of  epidemiologists,  biostaticians,  environmental  health 
specialists,  public  health  nurses  and  physicians,  among  others*.  Furthermore,  the  IOM  maintains  that 
"most  public  health  workers,  including  some  public  health  leaders,  have  not  had  formal  educational 
preparation  focused  on  public  health." 

In  our  judgement,  the  nation's  schools  of  public  health  are  unique  and  vital  elements  of  a 
system  needed  to  prepare  the  personnel  required  to  make  population-based  approaches  to  health 
promotion  and  disease  prevention  successful.  The  need  to  recognize  and  solve  the  health  problems, 
which  occur  in  a  group  and  community  environment,  requires  education  by  a  faculty  consisting  of 
professionals  skilled  in  various  disciplines  including  social  and  natural  sciences,  environmental  sciences, 
measurement  sciences,  and  administrative  management,  to  pinpoint  the  very  complex  health  problems 
of  our  multi-faceted  communities.  Together,  they  are  stronger  in  arriving  at  creative  solutions  than 
any  single  discipline  or  profession  alone. 

It  is  important  to  realize  that  the  schools  of  public  health  have  already  made  contributions  out 
of  all  proportion  to  the  total  federal  investment  in  their  activities.  American  schools  of  public  health 
are  one  of  our  greatest  national  resources.  The  faculty  and  research  staffs  of  these  schools  have  made 
unparalleled  contributions  to  improving  the  health  of  people  throughout  the  world.  These  are 
examples: 

♦  the  development  of  the  iron  lung,  along  with  research  that  led  to  the  eradication  of  polio 
in  the  Americas 

♦  playing  a  critical  role  in  the  complete  eradication  (for  the  first  time  in  history)  of  a 
worldwide  public  health  scourge-smallpox 

♦  the  discovery  of  Vitamin  D;  and  re-discovery  of  Vitamin  A  to  prevent  blindness 

♦  the  development  of  a  Hepatitis  B  vaccine 

♦  the  development  of  strategies  to  eradicate  hookworm  and  other  infections,  including 
sexually  transmitted  diseases;  schools  have  also  provided  important  insights  into  the 
prevention  of  typhus,  trachoma,  malaria,  and  numerous  other  diseases. 

♦  the  development  of  DRGs  and  RVSs  under  Medicare 

Today,  schools  of  public  health  are  looking  to  the  future  health  needs  of  our  communities. 
Faculty  are  working  on  projects  such  as  AIDS  prevention  and  control,  and  on  identifying  and  dealing 
with  a  host  of  newly  recognized  risks  such  as  hazardous  waste  and  indoor  air  pollution,  violence 
prevention,  among  others,  not  to  mention  providing  students  with  the  needed  knowledge,  skills  and 
competencies  to  function  effectively  under  a  reformed,  managed-care  system.  Managed-care  and 
proposed  block  grants,  or  decentralization  of  funding  programs  to  states  and  local  governments,  will 
require  the  deployment  of  professionals  with  skills  in: 

community  health  education 
chronic  and  infectious  disease  prevention 
health  care  economics  and  cost  analysis 
outcomes  analysis 
regulation  assessment 
policy  making  and  analysis 

coalition  building,  public  communication,  and  training 
principles  of  managed  care  and  cost  containment 

sroviding  these  competencies,  Mr.  Chairman,  is  what  the  27  schools  of  public  health  are  all 
about.  The  federal  government  has  been  partner  in  this  combined,  national  effort  to  ensure  that  our 
nation's  public  health  system  is  staffed  by  competent  personnel.  However,  the  PHS  has  estimated 
that  only  one-third  of  the  public  health  workforce  has  had  graduate  training  in  the  field.  We,  as  a 
nation,  would  not  allow  this  to  be  the  case  in  other  health  professions,  such  as  medicine,  nursing,  or 
dentistry.  Imagine  if  only  one-third  of  the  doctors  in  this  country  were  trained  in  medical  schools;  what 
would  the  state  of  health  care  be  if  only  one  third  of  the  nurses  were  trained  in  nursing  schools? 


"HHS  Secretary's  Report  to  Congress  on  the  Status  of  Health  Personnel  in  the  U.S."  (1991). 
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There  are  no  scientific  studies  to  accurately  establish  the  precise  national  shortages  of  public 
health  professionals.  According  to  the  PHS,  the  supply  of  public  health  professionals  is  impossible  to 
estimate  accurately,  due  in  part  to  some  disagreement  over  which  occupations  compose  public  health 
and  the  lack  of  specific  licensure  requirements.  Therefore,  estimating  supply  is  limited  to  the  opinions 
of  experts  in  the  field.  And  these,  experts  agree  that  there  is  a  shortage  of  adequately  trained,  public 
health  professionals,  especially  in  expanding  fields  such  as  environmental  health,  managed-care,  "new" 
infectious  diseases,  violence  prevention,  among  others. 

Mr.  Chairman,  the  federal  contribution  to  professional  public  health  education  in  the  last  decade 
can  be  termed  as  "decimal  dust"  when  compared  to  the  $6  billion  contributed  annually  to  graduate 
medical  education.  At  best.  Congress  has  appropriated  less  than  $10  million  a  year  to  public  health 
and  preventive  medicine  training.  Yet  this  "decimal  dust"  has  partially  financed  the  education  and 
training  of  many  of  our  nation's  public  health  leaders,  most  of  whom  work  in  the  public  health  sector, 
and  has  enabled  our  faculty  to  assist  local  agencies  in  solving  public  health  problems  with  special 
projects  grants. 

The  need  for  physicians  trained  in  preventive  medicine  has  been  consistently  documented. 
However,  our  current  system  of  financing  graduate  medical  education  has  provided  only  minimal 
support  of  this  training,  because  most  preventive  medicine  residency  programs  are  not  based  in 
hospitals.  Reform  and  innovation  in  both  public  health  and  private  financing  of  graduate  medical 
education  in  preventive  medicine  is  necessary  to  address  this  shortage  and  to  realize  fully  the  potential 
of  preventive  medicine  to  help  build  a  healthier  nation.  Until  Congress  amends  Medicare  to  allow  for 
support  PMRs,  your  subcommittee,  Mr.  Chairman,  should  recognize  the  important  contributions  of 
preventive  medicine  physicians  in  managing  the  quality  and  costs  of  health  services  for  populations 
served  by  health  agencies  and  managed  care  organizations  by  appropriating  funds  for  PMRS. 

In  summary,  Mr.  Chairman,  there  is  an  urgent  need  for  trained  public  health  professionals 
throughout  the  health  system,  including  many  in  public  and  private  non-profit  agencies  and  institutions 
that  are  not  directly  engaged  in  the  provision  of  hands-on  care  for  the  ill,  but  do  impact  on  the 
availability,  quality  and  cost  of  medical  care,  and  on  health  services  generally,  including  disease 
prevention,  health  promotion,  and  protection  of  the  public  from  hazards  to  health  (radiation,  toxic 
substances,  air  and  water  pollution,  etc.).  Past  federal  support  helped  establish  programs  that  effect 
constructive  change  by  widening  the  perspectives  and  increasing  the  management  capabilities  of  senior 
and  mid-level  professionals  in  community  health  centers,  hospitals,  state  and  local  health  departments, 
managed-care  organizations,  environmental  agencies,  among  others. 

The  federal  funds  received  by  schools  of  public  health  have  been  considered  to  be  the  federal 
government's  share  of  preparing  public  health  personnel  to  meet  the  needs  of  the  public  today  and  for 
the  future.  The  amounts,  while  small  in  comparison  to  overall  expenditures,  have  and  continue  to 
contribute  to  the  preparation  of  this  vital  health  resource. 

Mr.  Chairman,  the  27  deans  of  the  U.S.  schools  of  public  health  appreciate  the  opportunity  to 
express  their  views  on  continued  federal  support  of  health  professions  education,  in  general,  and  for 
public  health  professions,  in  particular.  Your  thoughtful  consideration  of  our  suggestions  outlined  in 
the  chart  below  would  be  greatly  appreciated*. 

We  also  go  on  record  in  support  of  the  FY96  request  by  the  following  coalitions:  CDC  coalition; 
Friends  of  AHCPR  and  the  Ad  Hoc  Group  for  Biomedical  Research.  Thank  you. 


ASPH  FY96  REQUESTS: 
(In  millions) 


FY95 
APPROPRIATIONS 

 u  1 

ASPHFY96 
REQUESTS 

PHS  Traineeships  (HRSA) 

$7.4 

$8.0 

PHS  Special  Projects 
(HRSA) 

Preventive  Medicine 
Residencies  (HRSA) 

MCH  Training  (HRSA) 

$5.0 

$8.0 

CDC  Prevention  Centers 

$7.0 

$8.0 

NIOSH  Training  (CDC) 

$13.0 

$14.0 

This  statement  is  supported  by  the  American  Public  Health  Association,  the  American  College  of  Preventive 
Medicine  and  the  Association  of  Teachers  of  Preventive  Medicine. 
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STATEMENT  OF  JAMES  A.  MERCHANT,  M.D.,  ON  BEHALF  OF  THE  ASSO- 
CIATION OF  UNIVERSITY  ENVIRONMENTAL  HEALTH  SCIENCES 
CENTERS,  [AUEHSC] 

Mr.  Chairman,  members  of  the  committee,  ladies  and  gentlemen.  I  want  to 
thank  you  for  giving  me  this  opportunity  to  testify  on  behalf  of  appropriations  for  the 
National  Institute  of  Environmental  Health  Sciences  and  especially  for  the  NIEHS 
supported  Environmental  Health  Sciences  Centers  Program.  My  name  is  Jim 
Merchant  and  I  am  the  Director  of  the  Environmental  Health  Sciences  Research 
Center  at  The  University  of  Iowa  and  the  President  of  the  Association  of  University 
Environmental  Health  Sciences  Centers. 

The  mission  of  the  National  Institute  of  Environmental  Health  Sciences  is 
science-based  disease  prevention.  Likewise,  the  major  goal  of  the  environmental 
health  sciences  center  is  research  and  community  outreach  aimed  at  disease 
prevention  -  especially  for  women,  children  and  minorities  who  are  most  vulnerable  to 
many  environmental  exposures.  In  fact,  I  think  it  is  safe  to  say  that  NIEHS  is  the 
prevention  institute.  While  NIEHS  focuses  on  prevention,  and  is  still  one  of  the 
smallest  NIH  institutes,  it  has  world  class  scientists.  NIEHS  scientists  helped  clone  the 
Breast  Cancer  Susceptibility  Gene  and  Martin  Rodbell,  1994  Nobel  Laureate  in 
Physiology,  did  much  of  his  research  at  NIEHS. 

The  Association  of  University  Environmental  Health  Centers  represents  22 
university-based  environmental  health  science  and  marine  research  centers,  and 
three  developmental  centers.  They  are  located  all  across  the  United  States.  In  the  20 
years  of  their  existence,  these  centers  have  contributed  substantially  to  the  prevention 
of  environmentally  related  diseases  in  the  United  States  and  abroad.  Research 
conducted  in  our  centers  has  provided  fundamental  knowledge  and  strategies  for 
preventing  childhood  lead  poisoning,  asbestosis,  and  environmentally-related  asthma 
and  cancer.  The  savings  in  human  suffering  and  medical  care  costs  that  have  resulted 
from  this  research  have  been  enormous. 

Let  me  site  a  few  specific  examples  of  how  the  work  of  the  environmental  health 
science  centers  sponsored  by  NIEHS  has  prevented  disease. 

(1)  Lead  poisoning  is  epidemic  among  young  children  in  the  United  States. 
It  affects  children  of  all  races  and  ethnic  groups,  but  it  is  especially  prevalent  among 
minority  children  in  our  cities.  It  is  estimated  that  at  least  3  million  children  have 
elevated  blood  lead  levels.  Research  conducted  by  the  Environmental  Health 
Science  Centers  at  Harvard  University  and  the  University  of  Cincinnati  demonstrated 
that  even  low  level  lead  exposure  resulted  in  adverse  health  effects  -  this  has  led  to 
increased  prevention  efforts  so  that  today  fewer  American  children  suffer  the 
debilitating  effects  of  lead  poisoning. 

(2)  Asbestos  contaminated  hundreds  of  thousands  of  homes,  schools,  public 
buildings,  and  factories  exposing  tens  of  millions  of  people  from  the  1930's  until  the 
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1980's.  In  fact  by  the  year  2000,  an  estimated  300,000  Americans  will  have  died  of 
diseases  caused  by  asbestos.  Research  conducted  at  the  Environmental  Health 
Sciences  Centers  at  Mt.  Sinai  in  New  York  and  Johns  Hopkins  University  made 
possible  the  development  of  preventive  strategies  that  are  in  place  today.  Had  the 
NIEHS  Environmental  Health  Sciences  Centers  not  existed,  I  think  it's  fair  to  say  that 
the  current  epidemic  could  well  have  been  far  worse,  asbestos  would  still  be  more 
widely  used,  and  the  death  toll  from  asbestos  induced  lung  fibrosis  and  cancer  would 
likely  extend  even  farther  into  the  next  century. 

(3)  Air  pollution  from  power  plants  and  automobiles  puts  millions  of 
Americans  at  increased  risk  to  environmental  asthma  and  chronic  bronchitis.  NIEHS 
centers  at  Harvard  and  New  York  University  provided  the  comprehensive  scientific 
basis  for  air  pollution  control.  This  research  has  identified  the  most  hazardous 
components  of  air  pollution  and  has  led  to  significantly  improved  control  technologies. 

(4)  Mr.  Chairman,  The  University  of  Iowa  Center  has  studies  now  underway 
that  will  assess  the  extent  of  the  risk  posed  by  radon  to  Iowa  residents  -  a  state  where 
over  70%  of  the  homes  exceed  the  current  recommended  health  advisory  level.  The 
research  we  are  conducting  on  non-smoking  women,  together  with  detailed 
assessments  of  radon  levels  over  many  years,  will  provide  us  all  with  more  precise 
guidelines  as  to  the  true  health  risk  associated  with  radon. 

(5)  Recent  research  undertaken  by  the  Mt.  Sinai  Center  and  the  New  York 
University  Environmental  Health  Sciences  Center  has  provided  evidence  for  the 
possible  association  between  DDT  and  female  breast  cancer.  DDT  is  one  of  several 
environmental  toxicants  that  mimic  the  female  hormone  estrogen  and  could  well  play  a 
role  in  hormone-related  cancers  like  breast  cancer.  It  is  extremely  important  if  we  can 
show  that  at  least  some  cases  of  breast  cancer  may  be  prevented  by  reducing  certain 
environmental  exposures.  You  will  recall  that  it  was  recently  announced  that  research 
supported  by  the  National  Institute  of  Environmental  Health  Sciences  had  resulted  in 
the  cloning  of  a  breast  cancer  susceptibility  gene  called  BRCA1 .  This  is  a  major 
breakthrough  in  the  nation's  breast  cancer  research  effort  to  develop  a  diagnostic  test 
that  would  prevent  many  unnecessary  breast  cancer  deaths. 

These  are  but  a  few  examples  of  the  important  biomedical  research  conducted 
by  NIEHS  and  its  national  network  of  Environmental  Health  Sciences  Centers.  These 
centers  also  provide  a  critically  important  national  resource  in  the  face  of 
environmental  disasters.  In  the  great  midwestern  flood  of  1993,  our  Iowa  center 
provided  extensive  consultation  and  technical  assistance  to  FEMA,  state  agencies  and 
relief  organizations  about  environmental  contamination  resulting  from  flooding. 
Technical  assistance  documents  on  control  of  flood-related  environmental  hazards 
have  recently  been  sent  to  the  states  of  Georgia,  Texas  and  California.  I  want  to  also 
note,  Mr.  Chairman,  that  in  the  last  few  years  the  NIEHS  Centers  have  redoubled  their 
efforts  to  work  with  and  educate  local  communities  on  matters  of  environmental  health. 
That  the  NIEHS  Centers  have  done  this  in  a  time  of  shrinking  budgets  gives  testimony 
to  the  larger  mission  they  are  fulfilling  for  the  nation. 
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Mr.  Chairman,  I  know  you  understand  and  have  appreciation  for  the  health 
hazards  caused  by  environmental  exposures.  We  all  want  to  prevent  environmental 
diseases,  but  at  the  same  time  our  strategies  must  be  based  on  the  best  possible 
science  and  risk  assessments.  Without  the  very  best  science  we  risk  not  providing 
enough  protection,  or  conversely,  the  risk  of  unnecessary  public  concern  and  public 
expense.  This  is  a  key  reason  why  the  research  conducted  at  NIEHS  Centers  is  so 
important  to  our  nation's  health.  Sound  scientific  data  allows  sound  public  policy. 

Finally,  Mr.  Chairman,  I  want  to  thank  your  Committee  for  its  support  of  the 
recently  announced  international  training  and  research  initiative  in  environmental  and 
occupational  health.  This  new  initiative  led  by  the  Fogarty  International  Center,  in 
collaboration  with  NIEHS  and  NIOSH,  will  help  develop  badly  needed  environmental 
health  training  and  collaborative  research  in  many  heavily  polluted  countries,  such  as 
those  in  Eastern  Europe,  the  site  of  some  of  the  world's  worst  environmental 
contamination. 

In  conclusion,  Mr.  Chairman,  while  the  concern  of  the  American  public  and  the 
Congress  about  environmental  diseases  and  environmental  health  hazards  continues 
to  increase,  our  research  capacity  in  environmental  health  is  actually  less  than  it  was 
ten  years  ago.  We  understand  full  well  your  severe  budget  constraints.  But,  we  would 
like  to  advocate  that  this  committee  take  a  serious  look  at  the  environmental  health 
needs  of  our  country  in  making  your  decisions  about  funding  for  the  various  NIH 
institutes.  We  strongly  believe  that  the  NIEHS,  in  response  to  the  environmental 
challenges  facing  the  country,  deserves  an  increased  appropriation  of  at  least  6%. 
While  the  scientific  opportunities  and  environmental  health  needs  would  justify  a  much 
larger  increase,  any  increase  you  can  provide  the  NIEHS  will  be  a  sound  investment 
in  excellent  science  and  effective  prevention  efforts  targeting  the  environmental  health 
needs  of  our  citizens. 

STATEMENT  OF  HENRY  FERNANDEZ,  PRESIDENT,  THE  ASSOCIATION 
OF  UNIVERSITY  PROGRAMS  IN  HEALTH  ADMINISTRATION  [AUPHA] 

Mr.  Chairman  and  members  of  the  Subcommittee,  my  name  is  Henry  Fernandez 
and  I  am  the  President  and  Chief  Executive  Officer  of  the  Association  of  University 
Programs  in  Health  Administration  (AUPHA).  Thank  you  for  the  opportunity  to  share  with 
you  through  this  written  testimony  the  insights,  interests  and  concerns  of  the  higher 
education  health  management  community. 

Established  in  1948,  AUPHA  is  made  up  of  all  the  nationally  accredited  graduate 
and  undergraduate  programs  that  educate  and  train  our  nation's  new  emerging 
practitioners  and  the  future  leadership  of  the  health  delivery  system.  Our  programs  are 
interdisciplinary  and  are  found  in  schools  of  medicine,  business,  public  health  and  allied 
health.  We  promote  the  latest,  most  efficient,  cutting  edge  practice  in  the  diverse  and 
evolving  field  of  health  administration  and  management. 

Our  membership  also  includes  about  200  affiliate  members,  health  care 
institutions  that  are  committed  to  professionalization  of  the  field  of  health  management. 
We  also  boast  the  support  and  participation  of  more  than  170  international  health 
management  education  programs  located  in  50  foreign  countries  who  view  our  programs 
as  world  class  and  leaders  in  the  profession. 
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Our  programs  are  close  to  the  communities  they  serve.  Most  of  the  members  of 
this  subcommittee  have  at  least  one  program  in  their  home  state.  In  your  state  alone, 
Mr.  Chairman,  we  have  five  member  programs  at  the  University  of  Pennsylvania,  Penn 
State,  Pittsburgh,  Temple  and  Widener.  The  University  of  Iowa  boasts  an  outstanding 
program  in  Senator  Harkin's  own  state.  Our  programs  are  located  in  37  states,  as  well 
as  Puerto  Rico  and  the  District  of  Columbia. 

Indeed,  our  programs  are  world  class  in  the  field  of  health  management  education. 
Graduates  of  AUPHA-member  institutions  are  found  at  all  levels  of  the  health  care 
system.  They  administer  some  of  our  nation's  largest  and  most  complex,  as  well  as 
most  successful,  health  care  institutions. 

Included  among  our  graduates  are  Gail  Warden,  the  President  of  the  Henry  Ford 
Health  Corporation  in  Detroit  and  current  president  of  the  American  Hospital  Association 
and  Tom  Chapman,  now  the  Chief  Executive  Officer  of  the  George  Washington 
University  Hospital  and  a  graduate  of  our  program  at  Yale  University.  These  are  just  two 
outstanding  alumni. 

Although  we  have  highlighted  some  of  the  "stars"  of  the  health  management 
industry,  it  is  equally  important  to  note  that  our  graduates  play  a  significant  role 
throughout  the  entire  health  care  system  in  large,  medium  and  smaller  rural  and  urban 
hospitals  and  clinics.  Indeed,  their  expertise  has  been  appreciated  and  recognized 
throughout  the  health  care  industry  and  in  the  state  and  federal  governments,  as  well. 

Despite  their  critical  importance  to  the  health  care  delivery  system,  health 
administration  education  programs  receive  a  modest  amount  of  support  under  Title  VII 
of  the  Public  Health  Services  Act.  The  current  appropriation  is  about  $1.0  million, 
against  an  authorization  which  is  currently  set  at  $2.5  million.  These  funds  support 
traineeships  at  36  institutions  and  special  project  grants  to  13  other  institutions.  It  is 
important  to  note  that  22  institutions  were  actually  approved  for  funding,  but  the  funding 
was  only  sufficient  to  fund  thirteen. 

Title  VII  shall  be  scrutinized  this  year  to  determine  whether  it  merits 
reauthorization.  In  spite  of  the  small  size  of  the  program,  we  support  reauthorization  and 
improvement  of  the  statute.  AUPHA  is  currently  working  with  the  Senate  Labor  and 
Human  Resources  Committee,  both  directly  and  through  coalitions  with  other  groups 
representing  health  professionals,  to  refine  the  focus  of  health  professions  training.  The 
administration  and  the  authorizing  committee  have  expressed  their  interest  in  re- 
engineering  these  programs  to  ensure  maximum  efficiency  and  maximum  positive  impact 
on  health  care  services.  We  share  that  goal  and  observe  that  federal  support  for  health 
management  education  is  vital. 

Today  in  1995,  more  than  ever,  it  is  important  that  health  administration  education 
continue  to  be  funded  and  supported  by  you.  There  is  clearly  a  strong  federal  interest 
in  doing  so.  First,  this  program  cannot  be  reasonably  block-granted  to  the  states 
because  not  all  states  have  schools  which  provide  health  administration  training  and  only 
15  states  have  multiple  programs  which  would  allow  for  competition  among  them. 
Second,  because  health  administration  is  interdisciplinary  --  that  is  to  say,  our  programs 
are  located  in  medical,  public  health,  allied  health,  and  increasingly  in  business  schools  - 
-  support  can  not  be  absorbed  through  other  programs.  Indeed,  our  experience  has 
shown  where  the  federal  government  has  in  the  past  tried  to  support  our  programs 
through  their  institution,  rather  than  directly,  no  support  has  been  received  directly  for 
the  health  administration  program. 

Finally,  we  all  recognize  that  the  federal  government  itself  is  the  leading  consumer 
and  contractor  of  health  care  services.  Tens  of  billions  of  taxpayers'  dollars  are  spent 
through  Medicaid,  Medicare,  CHAMPUS,  veterans  health  care  and  the  Federal 
Employees  Health  Benefits  (FEHB)  program.  It  is  axiomatic  that  effective  management 
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of  the  health  care  delivery  system  will  save  individuals,  employers,  private  insurers  ~  and 
the  states  and  federal  governments  --  substantial  sums. 

The  federal  government  has  a  vested  interest  in  ensuring  that  the  health  care 
system  works  as  efficiently  as  possible  and  strong  executive  health  management  training 
is  essential  if  we  expect  to  control  runaway  health  care  costs  and  expertly  run  the 
system.  One  need  only  look  in  Washington  at  the  powerful  success  of  Tom  Chapman 
when  he  led  the  Greater  Southeast  Hospital  to  appreciate  the  efficiency  in  the  substantial 
return  to  the  federal  investment  in  health  administration  education.  Your  support  ensures 
a  system  of  managers  who  maximize  private  and  public  funds,  who  run  systems  and 
hospitals  that  are  neither  bureaucratic  nor  cumbersome  and  are  responsive  and  caring. 

AUPHA  and  our  member  programs  represent  part  of  a  solid,  practical  investment 
in  a  cost  effective  health  care  system.  Despite  some  recent  modest  improvements  in 
the  rate  of  health  care  cost  increases,  these  costs  are  draining  our  economy  of 
productive  investment.  Our  students  and  graduates,  a  substantial  portion  of  which  come 
with  strong  clinical  experience,  are  trained  to  run  all  elements  of  the  health  care  system: 
hospitals,  long  term  care  facilities,  health  maintenance  organizations,  rural  and 
community  health  centers  and  other  facilities. 

While  we  are  pleased  that  many  clinicians  view  management  as  an  appropriate 
career,  the  level  of  expertise  and  understanding  required  to  be  successful  in  1995  is  not 
found  in  health  care  providers  who  simply  "move  over"  from  providing  clinical  service  to 
administration.  Rather,  strong  management  skills  are  needed  and  those  are  the  skills 
which  are  developed  in  our  programs. 

If  effective  management  training  is  not  considered  basic  to  the  health  care 
enterprise,  our  economy  and  you  as  our  government's  representatives  will  be  asked  to 
continue  to  pay  an  inflated  price  for  a  wasteful  health  care  system.  But,  a  small 
investment  in  sound  management  today  will  pay  big  dividends  for  years  to  come. 

Strong  administration  and  management  is  particularly  important  in  our  rural  and 
inner  city  areas.  Medical  facilities  in  these  underserved  areas  face  incredible  demands. 
Access  to  care  is  as  increasingly  difficult  for  persons  in  inner  city  Philadelphia,  as  it  is 
in  the  rural  areas  of  north  central  Pennsylvania;  it  is  as  much  a  problem  in  rural  Nevada, 
as  it  is  in  downtown  Miami.  Providers  with  medical  and  clinical  training  do  require 
enhanced  expertise  in  order  to  manage  health  care  facilities.  Because  our  programs  are 
interdisciplinary  in  nature,  they  meaningfully  address  the  needs  of  all  clinicians  and  are 
an  important  resource  to  you  as  you  look  to  where  the  highly  trained  clinical  and 
practical  workforce  can  be  trained. 

We  come  to  the  Committee  primarily  to  offer  you  our  assistance  in  the  days  and 
months  ahead.  We  would  like  for  you  to  look  upon  the  Association  of  University 
Programs  in  Health  Administration  as  a  resource  to  you.  We  want  to  work  with  the 
Committee,  and  with  the  Congress,  to  play  a  role  in  finding  the  means  to  address  those 
issues  which  concern  both  the  Members  and  the  American  people.  And,  finally,  we  urge 
you  to  fund  Health  Administration  traineeships  and  special  projects  at  the  currently 
authorized  level,  so  that  we  can  continue  and  improve  on  the  critical  work  of  preparing 
the  leaders  of  our  health  care  system  for  the  challenges  which  lie  ahead. 

Mr.  Chairman,  again,  I  would  like  to  thank  you  for  the  opportunity  to  share  with 
you  and  the  subcommittee  the  views  of  the  Association  of  University  Programs  in  Health 
Administration  and  our  genuine  offer  of  support  and  assistance.  AUPHA  and  our 
member  universities  and  colleges  stand  ready  to  assist  you  in  any  way  possible. 

Thank  you. 
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STATEMENT  OF  MORTON  CORN,  M.D.,  ON  BEHALF  OF  THE  ASSOCIA- 
TION OF  UNIVERSITY  PROGRAMS  IN  OCCUPATIONAL  HEALTH  AND 
SAFETY  [AUPOHS] 

The  following  testimony  is  presented  in  support  of  appropriations  for  the  National  Institute 
for  Occupational  Safety  and  Health  (NTOSH)  on  behalf  of  the  Association  of  University  Pro- 
grams in  Occupational  Health  and  Safety  (AUPOHS)  and  in  conjunction  with  the  National 
Occupational  Safety  and  Health  Education  Association  (NOSHEA). 

AUPOHS  represents  14  multi-disciplinary,  university-based  Educational  Resource  Centers 
(ERGs).  Most  centers  are  collaborative  efforts  among  several  institutions  in  their  respective 
regions.  NOSHEA  represents  42  smaller,  smgle^iisciplme  Training  Program  Grants  (TPGs)  dis- 
tributed throughout  the  U.S.  The  combined  ERC-TPG  efforts  thus  involve  56  programs  that  ac- 
count for  virtually  all  the  nation's  professional  education  and  specialty  training  in  occupational 
heaith  and  safety,  helping  NIOSH  to  meet  its  mandate  by  delivering  "...  educational  programs  to 
provide  an  adequate  supply  of  qualified  personnel  to  carry  out  the  purposes  of  the  Act" 
(Occupational  Safery  and  Health  Act  of  1970).  This  degree  of  nationally  coordinated  profes- 
sional education  in  occupational  safety  and  health  is  unequaled  in  any  other  country.  These  pro- 
grams also  provide  research  training  and  conduct  most  of  the  occupational  health  and  safery  re- 
search performed  in  academic  institutions. 

As  their  name  implies,  the  ERCs  arc  regional  resources  for  all  parties  involved  with  occupa- 
tional health  and  safety — industry,  labor,  government,  academia,  the  general  public.  In  the  last 
five  years,  NIOSH- supported  professional  education  programs  graduated  about  2,700  safery  and 
health  professionals,  and  continuing  education  courses  had  more  than  150,000  attendees. 


THE  CURRENT  MANPOWER  SHORTAGE 

Notwithstanding  the  mandate  of  the  OS&H  Act  to  provide  adequate  qualified  personnel,  and 
the  substantial  activities  of  the  ERC-TPG  programs,  there  exist  today  ongoing  shortages  of  quali- 
fied occupational  health  and  safety  professionals  in  all  specialties.  These  deficiencies  have  al- 
ways been  present  but  have  worsened  progressively  over  the  last  decade.  This  worsening  can  be 
traced  directly  to  the  Congress  failing  to  fund  adequately  NIOSH' s  Training  line  which  supports 
the  educational  grants  programs. 

For  example,  a  limited  number  of  occupational  medicine  specialists  axe  trained  each  year  in 
the  nation's  34  occupational  medicine  residencies.  All  but  one  of  these  residencies  are  located  in 
NIOSH-supported  programs  (the  exception  is  a  U.S.  Army  program)  and  each  is  supported  by 
NIOSH  at  levels  far  below  the  actual  cost  of  training.  In  1991,  owing  to  the  lack  of  funds  to 
support  such  residency  programs,  there  were  only  161  physicians  engaged  full-time  in  occupa- 
tional medicine  training.  From  these  two-year  residency  programs  about  70  physicians  per  year 
achieve  specialty  certification  by  the  American  Board  of  Preventive  Medicine.  This  total  output 
for  the  country  contrasts  strikingly  with  the  national  need  for  occupational  physicians. 

In  1991.  the  Institute  of  Medicine  (TOM)  issued  a  report  on  the  manpower  shortage  in  occu- 
pational and  environmental  medicine.  This  rep  on1  estimated  that  the  number  of  active  occupa- 
tional medicine  specialists  was  between  1,200  and  1.500  (or  roughly  one  physician  per  80,000 
active  workers  and  20,000  retired  or  disabled  workers).  The  IOM  estimated  a  need  for  3,100  to  * 
4,700  physicians — a  net  deficit  of  1,600  to  3,500  qualified  occupational  physicians.  In  other 
words,  we  needed  to  increase  the  number  of  trained  physicians  by  two-  to  three-fold  just  to  meet 
the  demand  in  1991. 

The  national  demand  for  industrial  hygienists  may  be  even  greater.  Industries  are  having 
problems  recruiting  sufficient  qualified  industrial  hygienists  and  must  offer  unusually  high 
salaries  to  attract  recent  graduates  from  our  programs.  The  aggressive  demand  of  industry  is 
drawing  industrial  hygienists  away  from  regulatory  agencies,  academia.  and  other  institutions, 
resulting  in  shortages  in  key  areas.  Similar  deficiencies  in  the  supply  of  qualified  occupational 
health  nurses  and  safety  professionals  have  been  discussed  by  their  respective  professional  or- 
ganizations. The  funding  support  from  NIOSH  to  train  manpower  in  each  of  these  occupational 
safery  and  health  professions  is  seriously  deficient 


1  Institute  of  Medicine.  Addressing  the  Physician  Shortage  in  Occupational  and  Environmental  Medicine. 
National  Academy  of  Science:  Washington.  DC,  1991. 
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THE  ONGOING  EPIDEMIC  OF  WORK-RELATED  ILLNESSES  AND  INJURIES 

Occupational  hazards  have  become  increasingly  complex  and  affect  a  greater  number  of 
workers  today  than  ever.  Lost  workdays  in  the  private  sector,  for  example,  continue  to  increase 
dramatically2^  (Figure  1).  The  Bureau  of  Labor  Statistics  (BLS)  reports  that  lost  workdays  per 
100  workers  per  year  have  increased  from  58.5  in  1983,  to  86.5  in  1992 — a  steady,  unchecked 
increase  of  nearly  50%  over  that  nine-year  period. 

Workers  killed  on  the  job  number  about  10,000  per  year,  and  another  50,000  to  70,000  die 
from  diseases  such  as  cancer,  lung  diseases,  kidney  failure,  and  neurological  impairment.  Total 
deaths  from  work- relaxed  injuries  and  diseases  are  thus  60,000  to  80,000  per  year  (or  about  three 
to  four  times  the  current  number  of  deaths  per  year  from  AIDS).2 

Non-fatal  injuries  and  occupational  diseases  affect  several  million  more  U.S.  workers  each 
year.  Musculoskeletal  disorders  alone  cause  disability  to  about  1.2  million  workers  annually, 
while  occupational  injuries  disable  another  3.3  million  each  year.2  The  tragedy  of  this  is  that 
most  work-related  fatalities,  injuries,  and  diseases  can  be  prevented  by  more  effective,  profes- 
sionally directed,  health  and  safety  programs.  When  hazardous  conditions  are  identified,  it  re- 
quires highly  skilled,  broadly  trained  professionals  to  evaluate  die  causes  of  injuries  and  illness- 
es so  that  effective  and  low-cost  remedies  can  be  implemented.  Our  present  level  of  professional 
education  and  training  is  simply  not  producing  sufficient  numbers  of  people  to  perform  these 
critical  functions. 

It  needs  be  emphasized  also  that  the  annual  cost  of  occupational  injuries  and  illnesses  in  our 
country  is  huge.  Ultimately,  these  are  public  costs,  borne  directly  by  wage  earners  and  tax  pay- 
ers and  indirectly  through  increased  costs  to  industry  that  are  passed  on  to  consumers  in  the 
prices  of  goods  and  services.  The  National  Safety  Council  has  estimated  that  fatal  and  non-fatal 
injuries  alone  accounted  for  more  than  SI  16  billion  in  total  costs  in  1992,2  while  the  total  costs 
for  ail  work-related  illnesses  arc  probably  in  the  range  of  380-100  billion.  Thus  the  complete 
costs  to  me  nation,  including  direct  and  indirect  expenses,  of  occupational  illnesses  and  injuries 
are  about  $190-220  billion,  or  51,600  to  S  1,900  for  every  American  worker.  Yet  despite  being 
the  primary  focus  for  occupational  disease  and  injury  prevention  in  the  country,  NIOSH  receives 
only  about  one  dollar  per  worker  per  year  for  its  mission  of  research,  professional  education,  and 
outreach.  In  other  words,  we  spend  a  dollar  on  prevention  for  every  $1, 600-1 £00  in  costs. 

The  severe  financial  drain  created  by  occupational  injuries  and  diseases,  as  well  as  the  per- 
sonal burden  of  ill  health  borne  by  workers  and  their  families,  cannot  be  solved  solely  by  adjust- 
ing insurance  costs  or  other  economic  measures.  Much  is  said  today  about  the  crisis  in  health 
care  and  workers'  compensation,  and  the  need  to  reduce  these  costs.  Prevention  of  even  a  mod- 
est portion  of  the  annual  occupational  injuries,  diseases,  and  deaths  would  produce  marked  divi- 
dends that  could  be  measured  in  terms  of  reducing  the  burden  of  workers'  compensation  and  de- 
creasing costs  of  health  care.  Such  prevention  requires  knowledge  (through  basic  and  applied 
research)  and  professional  manpower.  Today's  manpower  problem  is  primarily  one  of  inade- 
quate training  funds.  The  most  cost-effective  way  to  achieve  the  necessary  increase  in  profes- 
sionals is  to  increase  the  level  of  funding  for  professional  education  in  the  NIOSH  Training  line. 

The  last  five  years  of  level  funding,  plus  the  net  reduction  by  two-thirds  in  real  dollars  appro- 
priated relative  to  1980,  has  created  a  serious  problem  for  our  continued  operation.  The  current 
awards  for  the  ERC-TPG  programs  cover  less  than  one-third  of  the  actual  operating  costs  for 
each  grantee.  At  times  when  federal,  state,  and  private  funding  sources  are  all  stressed,  some 
centers  will  be  unable  to  continue  subsidizing  the  majority  of  costs  for  training  professionals  in 
occupational  health  and  safety.  There  is  a  real  possibility  that  some  centers  will  cease  to  exist. 
This  will  be  a  major  problem  for  the  nation  at  a  time  when  it  needs  increased  manpower  and 
training  in  occupational  health  and  safety. 

The  funding  problem  extends  to  the  NIOSH  Research  line.  Occupational  safety  and  health 
problems  are  changing  constantly  and  new  information  (through  applied  and  basic  research)  is 
needed  to  address  emerging  concerns.  One  example  is  the  serious  health  and  safety  concerns 
associated  with  cleaning  up  the  Department  of  Energy's  nuclear  weapons  facilities.  Last  year, 
representatives  of  NIOSH,  the  Department  of  Energy,  and  the  Occupational  Safety  and  Health 
Administration  met  with  the  ERC  directors  to  discuss  ways  in  which  these  problems  might  be 
addressed.  The  ERCs  and  TPGs  are  the  principal  external  groups  undertaking  research  training 
and  research  in  occupational  safety  and  health. 


z  National  Safety  Council.  Accident  Facts.  1993  Edition. 
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HERITAGE  FOUNDATION  PROPOSED  BUDGET 

In  a  recent  evaluation  of  the  federal  budget,  the  Heritage  Foundation  made  the  following 
observations:  "...  [NIOSH]  develops  criteria  for  occupational  safety  and  health  standards,  and 
provides  training  in  the  recognition,  avoidance,  and  prevention  of  unsafe  or  unheal thful  working 
conditions  and  the  proper  use  of  equipment ...  this  program  duplicates  the  mission  and  purpose  of 
the  Occupational  Safety  and  Health  Aclministrauon  (OSHA) ...  Without  a  doubt,  NIOSH  should 
be  eliminated."  The  kindest  comment  to  be  made  about  this  recommendation  is  that  it  comes 
from  profound  ignorance  of  the  respective  roles  and  functions  of  NIOSH  and  OSHA. 

In  recent  years,  NIOSH's  chief  functions  have  been  research,  professional  education,  worker 
training,  outreach  services  (through  the  conduct  of  health  hazard  evaluations),  certification  of 
respirators  and  other  safety  equipment  Production  of  criteria  documents  for  occupational  safety 
and  health  standards  virtually  ceased  in  the  early  1980s.  OSHA,  on  the  other  hand,  conducts  no 
original  research,  performs  limited  worker  training  and  in-house  training  of  its  inspectors,  and 
has  a  unique  regulatory  responsibility  for  developing  and  enforcing  the  majority  of  U.S.  work 
places.  The  relative  roles  of  OSHA  and  NTOSH  are  not  duplicative  but  are  complementary  in 
many  respects.  The  functions  performed  by  both  agencies  are  necessary  to  make  work  places  in 
this  country  healthier  and  safer.  To  suggest  otherwise  betrays  an  alarming  naivete"  and  lack  of 
understanding  for  the  needs  of  U.S.  workers,  employers,  labor  groups,  state  and  local  govern- 
ment agencies,  health  care  providers  and  workers'  compensation  carriers. 

We  strongly  urge  the  Committee  and  the  Congress  to  become  thoroughly  informed  on  the 
roles  and  responsibilities  of  OSHA  and  NIOSH,  and  the  serious  economic  and  health 
concerns  related  to  work  place  health  and  safety,  before  considering  any  reductions  in 
these  two  agencies.  In  particular,  NIOSH's  role  in  funding  professional  education  centers 
and  programs  is  unparalleled  elsewhere  and  serves  as  a  model  for  other  countries. 
This  edeucational  function  needs  strengthening. 

STATEMENT  OF  THE  AUTISM  SOCIETY  OF  AMERICA 

The  Autism  Society  of  America  is  pleased  to  have  this  opportunity  to  submit  written  testimony 
to  the  Senate  Labor,  Health  and  Human  Services,  Education,  and  Related  Agencies 
Appropriations  Subcommittee  on  behalf  of  autism  specific  medical  research. 

The  Autism  Society  of  America  was  founded  in  1965  by  a  small  group  of  parents.  It  was 
established  in  response  to  a  shocking  void  of  information  about  autism,  its  causes,  and  effective 
treatments.  In  fact,  it  seems  unbelievable  to  us  now,  but  autism  was  once  thought  to  be  caused 
by  bad  parenting!  Now,  of  course,  we  know  better. 

Autism  is  not  a  mental  illness,  nor  a  simple  behavior  disorder.  It  is  not  a  rare  or  uncommon 
disorder.  In  fact,  autism  is  a  physiological  condition  -  a  brain-based  disorder  that  affects  some 
400,000  Americans. 

Many  Americans  only  know  autism  from  Dustin  Hoffman's  character  in  the  movie  "Rainman." 
What  they  do  not  know  is  that  autism  is  the  fourth  most  common  developmental  disability  ~ 
more  common  than  Down's  Syndrome  and  more  common  than  muscular  dystrophy.  Yet  the 
majority  of  the  public,  unfortunately  including  many  professionals  in  the  medical,  educational, 
and  vocational  fields,  are  still  unaware  of  how  autism  affects  people  and  how  to  effectively  work 
with  individuals  with  autism. 

Autism  is  a  lifelong  developmental  disability  that  typically  appears  during  the  first  three  years 
of  life.  It  is  the  result  of  a  neurological  disorder  and  interferes  with  the  way  a  normal  brain 
processes  information.  Autism  is  four  times  more  prevalent  in  boys  than  girls  and  knows  no 
racial,  ethnic,  or  social  boundaries.  Children  and  adults  with  autism  typically  have  deficiencies 
in  the  areas  of  reasoning,  social  interaction,  and  communication  skills. 

Autism  is  often  referred  to  as  a  spectrum  disorder,  meaning  that  the  symptoms  and 
characteristics  of  autism  can  present  themselves  in  a  wide  variety  of  combinations,  from  mild 
to  severe.  Although  autism  is  defined  by  a  certain  set  of  behaviors,  children  and  adults  can 
exhibit  any  combination  of  the  behaviors  in  any  degree  of  severity.  The  differences  in  children's 
behaviors  are  often  very  subtle. 
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There  are  no  medical  tests  for  diagnosing  autism.  In  order  to  be  diagnosed  accurately,  a  child 
must  be  observed  by  professionals  skilled  in  determining  communication,  behavioral  and 
developmental  levels.  However,  because  many  of  the  behaviors  associated  with  autism  are 
shared  by  other  disorders,  a  doctor  may  conduct  various  medical  tests  to  rule  out  other  possible 
causes. 

Each  diagnosis  relies  on  observation  of  the  child  and  whether  or  not  the  professional  is  well 
educated  on  autism.  Diagnosis  is  difficult  for  a  practitioner  with  limited  training  or  exposure 
to  autism  since  the  characteristics  of  the  disorder  vary  so  much.  Ideally  a  child  should  be 
evaluated  by  a  multidisciplinary  team  which  may  include  a  neurologist,  psychologist, 
developmental  pediatrician,  speech/language  therapist,  learning  consultant,  or  other  professionals 
knowledgeable  about  autism. 

Children  with  autism  often  appear  relatively  normal  in  their  development  until  the  age  of  24-30 
months,  when  parents  may  notice  delays  in  language,  play  or  social  interaction.  Any  of  the 
following  delays,  by  themselves,  would  not  result  in  a  diagnosis  of  autism.  Autism  is  a 
combination  of  developmental  challenges. 

The  following  areas  are  among  those  which  may  be  affected  by  autism: 

*  Communication:  slow  or  non-existent  language  development;  use  of  words  without 
attaching  the  usual  meaning  to  them;  gestures  used  instead  of  words;  short  attention 
spans; 

*  Social  Interaction:  time  spent  alone  rather  than  with  others;  little  interest  shown  in 
making  friends;  less  responsive  to  social  cues  such  as  eye  contact  or  smiles; 

*  Sensory  Impairment:  unusual  reactions  to  physical  sensations  such  as  being  overly 
sensitive  to  touch  or  under-responsive  to  pain;  sight,  hearing,  touch,  pain,  smell,  taste 
may  be  affected  to  a  lesser  or  greater  degree; 

*  Play:  lack  of  spontaneous  or  imaginative  play;  does  not  imitate  others'  actions;  does  not 
initiate  pretend  games; 

*  Behaviors:  may  be  overactive  or  very  passive;  throw  frequent  tantrums  for  no  apparent 
reason;  may  perseverate  on  a  single  item,  idea  or  person;  apparent  lack  of  common 
sense;  may  show  aggressive  or  violent  behavior  or  injure  self. 

There  are  great  differences  among  people  with  autism.  Some  individuals  mildly  affected  may 
exhibit  only  slight  delays  in  language  and  greater  challenges  with  social  interactions.  They  may 
have  average  or  above  average  verbal,  memory  or  spatial  skills  but  find  it  difficult  to  be 
imaginative.  Others,  more  severely  affected,  may  require  intensive  support  to  manage  even  the 
basic  tasks  and  needs  of  living  day  to  day. 

While  no  one  can  predict  the  future,  we  do  know  that  some  adults  with  autism  live  and  work 
independently  in  the  community,  while  others  depend  on  the  support  of  family  and  professionals. 
Adults  with  autism  can  benefit  from  vocational  training  to  provide  them  with  the  skills  needed 
for  obtaining  jobs,  in  addition  to  social  and  recreational  programs.  Adults  with  autism  may  live 
in  a  variety  of  residential  settings,  ranging  from  independent  homes  or  apartments  to  group 
homes,  supervised  apartment  settings,  living  with  other  family  members,  or  more  structured 
residential  care. 

Individuals  with  autism  may  have  other  disorders  which  affect  the  functioning  of  the  brain,  such 
as  epilepsy,  mental  retardation,  or  genetic  disorders,  such  as  Fragile  X  Syndrome.  About  two- 
thirds  of  those  diagnosed  with  autism  will  test  in  the  range  of  mental  retardation.  Approximately 
25-30%  may  develop  a  seizure  pattern  at  some  period  during  their  lives. 

Because  of  the  spectrum  nature  of  autism  and  the  many  behavior  combinations  which  can  occur, 
no  one  approach  is  effective  in  alleviating  symptoms  of  autism  in  all  cases. 

Experience  has  shown  that  individuals  with  autism  respond  well  to  a  highly  structured, 
specialized  education  program,  tailored  to  the  individual  needs  of  the  person.  A  well  designed 
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intervention  approach  may  include  some  elements  of  communication  therapy,  social  skill 
development,  sensory  impairment  therapy  and  behavior  modification.  The  education  approach 
should  be  delivered  by  autism  trained  professionals  in  a  consistent,  comprehensive  and 
coordinated  manner.  The  more  severe  challenges  of  some  children  with  autism  may  be  best 
addressed  by  a  structured  education  and  behavior  program  with  a  1 : 1  teacher  to  student  ratio  or 
small  group  environment. 

Students  with  autism  should  have  training  in  functional  living  skills  at  the  earliest  possible  age. 
Learning  to  cross  a  street  safely,  to  make  a  simple  purchase  or  to  ask  assistance  when  needed 
are  critical  skills,  and  may  be  difficult,  even  for  those  with  average  intelligence  levels.  Tasks 
that  enhance  the  person's  independence,  give  more  opportunity  for  personal  choice  or  allow 
more  freedom  in  the  community  are  important. 

To  be  effective,  any  approach  should  be  flexible  in  nature,  rely  on  positive  reinforcement,  be 
re-evaluated  on  a  regular  basis  and  provide  a  smooth  transition  from  home  to  school  to 
community  environments.  A  good  program  will  also  incorporate  training  and  support  systems 
for  the  caregivers  as  well.  Rarely  can  a  family,  classroom  teacher  or  other  caregiver  provide 
effective  habilitation  for  a  person  with  autism  unless  offered  consultation  or  in-service  training 
by  a  specialist  knowledgeable  about  the  disability. 

A  generation  ago,  90%  of  the  people  with  autism  were  eventually  placed  in  institutions. 
Professionals  were  much  less  educated  about  autism  than  they  are  today;  autism  specific  support 
and  services  were  largely  non-existent.  Today  the  picture  is  brighter.  With  appropriate 
services,  more  families  are  able  to  care  for  their  son  or  daughter  at  home.  Group  homes, 
assisted  apartment  living  arrangements,  and  residential  facilities  offer  more  options  for  out-of- 
home  care.  Autism  specific  programs  and  services  provide  the  opportunity  for  even  the  more 
severely  disabled  to  be  taught  skills  to  allow  them  to  reach  their  fullest  potential. 

It  is  impossible  to  list  here  all  of  the  wonderful  ways  the  Society  educates,  supports,  and 
represents  the  autism  community.  Over  17,000  members  belong  to  the  ASA.  In  1994,  the 
National  Office  of  the  Society  responded  to  over  12,000  requests  from  parents,  relatives, 
teachers,  doctors,  service  providers,  and  health  care  professionals  requesting  information  on 
topics  like  education,  research,  treatments,  laws,  and  family-coping  strategies  -  all  provided  free 
of  charge.  More  than  215  area  chapters  continue  this  work  at  a  local  level. 

The  ASA  actively  works  to  bring  factual,  useful  information,  free  of  charge,  to  parents  and 
professionals  nationwide.  Two  ASA  chapters  operate  mail  order  bookstores  housing  the  largest 
collection  of  works  oh  autism  -  over  100  titles.  ASA  keeps  members  informed  on  the  latest 
autism  information  through  publication  of  their  comprehensive,  bimonthly  newsletter,  The 
ADVOCATE.  Each  July,  ASA  hosts  an  annual  autism  conference,  gathering  together  the  top 
autism  professionals  to  present  information,  discuss  current  trends  and  share  research  findings, 
to  over  2.000  parents,  service  providers  and  professionals  -  the  largest  autism  conference  in  the 
U.S. 

Last  year,  the  Society's  testimony  before  Congress  resulted  in  language  written  into  the 
legislation  directing  the  NIH  to  hold  the  first-ever  National  Institutes  of  Health  Medical  Research 
Symposium  on  Autism,  scheduled  for  April  10-12,  1995.  It  is  important  to  point  out  that, 
although  autism  is  characterized  as  a  communication  and  neurological  disorder,  the  NIH  has 
never  developed  a  plan  to  address  the  multiple  facets  of  research  on  this  devastating  disorder. 
The  Society  would  like  to  extend  our  sincere  thanks  to  this  Subcommittee  and  the  Congress  for 
this  wonderfully  positive  initiative.  The  Society  would  also  like  to  extend  our  appreciation  to 
Dr.  Duane  Alexander  of  the  National  Institute  on  Child  Health  and  Human  Development  whose 
leadership  and  support  were  invaluable  in  implementing  the  Congressional  directive.  We  look 
forward  to  this  conference  and  the  research  recommendations  which  will  follow. 

However,  there  is  still  much  to  be  done.  It  is  time  autism  receives  the  attention  its  prevalence 
warrants.  Autism  is  not  an  orphan  disorder  and  should  no  longer  be  treated  or  funded  as  such. 
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Specifically,  we  urge  the  Committee  to  recognize  the  need  for  autism  specific  research  when 
allocating  funds  to  the  Institutes  that  have  jurisdiction  over  autism  the  National  Institute  on 
Child  Health  and  Human  Development,  the  National  Institute  on  Mental  Health,  and  the  National 
Institute  on  Neurological  Disorders  and  Stroke.  With  the  NIH  Autism  Symposium  coming  up, 
we  urge  the  Committee  to  appropriate  funds  to  the  NICHHD  for  the  specific  purpose  of  carrying 
out  the  recommendations  that  result  from  the  Symposium. 

Secondly,  we  urge  the  Committee  to  include  report  language  directing  the  Department  of 
Education  Office  of  Special  Education  Programs  to  work  with  the  NIH  to  provide  federal 
funding  for  the  nationwide  information  dissemination/clearinghouse  function  ASA  currently 
provides  free  of  charge,  but  will  not  be  able  to  continue  to  provide  without  an  outside  funding 
source.  In  this  day  and  age  of  spending  reductions  and  consolidation,  we  believe  it  paramount 
for  sister  Federal  agencies  to  coordinate  and  collaborate  on  efforts  in  this  area. 

Thirdly,  we  urge  the  Committee  to  consider  funding  a  $500,000  pilot  regional  center  to  develop 
effective  and  appropriate  treatments  for  the  autism  population.  There  currently  exists  a  striking 
disparity  between  the  diagnosis  and  assessment  of  autism  in  the  medical  community  versus  that 
used  in  the  educational  community.  This  center  could  provide  the  much  needed  consistency 
between  educational  and  medical  professionals,  serve  as  a  training  center  for  educational 
personnel,  and  offer  related  services  to  children  with  autism. 

The  Society  recognizes  that  the  current  environment  of  fiscal  constraints  and  the  move  toward 
a  balanced  budget  are  not  conducive  to  achieving  all  of  our  objectives.  However,  all  of  them 
are  important  and  all  are  desperately  needed.  We  urge  you  to  carefully  consider  our  three 
recommendations,  especially,  the  critical  need  for  increased  funding  for  autism  specific  research. 
A  cure,  effective  intervention,  and  the  ability  to  eradicate  the  disability  associated  with  this 
disorder  will,  in  the  long  run,  be  more  cost  effective  than  the  status  quo  we  now  have. 

Thank  you,  again  for  this  opportunity  to  submit  testimony.  Please  use  the  Autism  Society  of 
America  as  a  resource  and  do  not  hesitate  to  contact  us  with  any  questions  that  may  arise  in 
Committee  deliberations. 

STATEMENT  OF  THE  PETER  BELLERMANN,  PRESIDENT,  NATIONAL 
NEUROFIBROMATOSIS  FOUNDATION,  INC. 

I  am  privileged  to  be  able  to  submit  the  following  comments  for  the  Committee's 

consideration. 

Although  few  people  have  ever  heard  of  NF,  it  is,  in  fact,  the  most  common 
neurological  disorder  caused  by  a  single  gene.  At  least  100,000  Americans  have 
NF.  That  compares  with  about  30,000  who  have  Cystic  Fibrosis  and  20,000  who 
have  hereditary  Muscular  Dystrophy. 

NF  causes  tumors  to  grow  along  the  nerves  anywhere  on  or  in  the  body.  It  leads 
to  severe  disfigurements,  blindness,  deafness,  skeletal  deformities, 
malignancies,  brain  and  spinal  tumors  and  learning  disabilities. 

Given  the  wide  variability  of  disease  manifestations  in  NF,  the  Committee  has 
urged  us  in  the  past  to  foster  collaborative  efforts  between  various  Institutes  at 
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the  NIH  under  whose  purview  the  different  manifestations  in  NF  fall.  I  am 
pleased  to  report  that  these  efforts  are  taking  place  and  that  "Cross-Institute" 
activities  have  begun. 

We  are  aware  of  other  testimony  given  to  the  Congress  to  the  effect  that 
collaboration  between  the  Institutes  on  neurofibromatosis  is  lacking.  We  wish  to 
strongly  distance  ourselves  from  such  an  observation.  In  our  experience,  there  is 
a  good  deal  of  collaboration  -  so  much  in  fact,  that  the  Cross  -  Institute  activities 
in  neurofibromatosis  represent  a  model  of  how  the  various  Institutes  can  act 
together  for  the  betterment  of  any  given  patient  population. 

As  the  oldest  and  largest  NF  organization  by  far,  we  base  our  judgement  on  more 
than  12  years  of  working  with  the  various  NIH  Institutes,  their  leaderships, 
researchers  and  clinical  experts. 

NF  research  has  had  strong  support  from  this  Committee  and  because  of  that, 
NF  research  has  been  enormously  productive.  In  1990  we  found  the  gene 
causing  NF1  and  "neurofibromin",  the  protein  it  encodes.  Shortly  thereafter  we 
found  that  the  mutated  NF1  gene  is  also  implicated  in  some  of  the  most  common 
human  cancers,  including  melanoma,  and  leukemia.  In  1993  we  found  the  gene 
causing  NF2  and  "merlin",  the  protein  it  encodes.  We  immediately  saw  that  this 
protein,  too,  has  profound  importance  for  other  medical  problems,  including  brain 
tumors,  malignancies  and  apparently  developmental  disorders  in  general.  And 
now  the  most  recent  development  is  the  start  of  the  first  multi-center,  national 
clinical  trials  in  NF1  to  test  possible  therapies. 

Much  of  this  progress  has  come  since  this  Committee  earmarked  $2  million  for 
NF  research  by  the  NIH,  these  funds  above  and  beyond  what  the  National 
Institutes  of  Health  were  already  spending  on  NF.  It  was  a  very  cost  effective 
investment. 

I  should  point  out  in  this  connection  that  the  progress  in  NF  research  has  been 
accomplished  with  a  fraction  of  the  public  and  private  resources  mobilized  for  far 
better  known  but  considerable  less  prevalent  genetic  problems.  We  attribute  this 
to  the  leadership  of  the  Congress,  including  this  Committee,  and  the  unusually 
effective  partnership  of  public  and  private  institutions  supporting  NF  research. 
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Our  Foundation,  which  began  the  first  research  program  for  NF  anywhere  in  the 
world  in  1 983,  remains  a  driving  force  and  raises  about  $1 .7  million  a  year  for 
research  and  medical  activities.  It  is  our  understanding  that  the  National 
Institutes  of  Health  spend  about  $1 1  million  on  NF  and  NF  related  research. 

You  have  urged  us  to  have  a  close  relationship  with  the  National  Institutes  of 
Health,  thus  leveraging  public  with  private  resources.  I  am  pleased  to  report  that 
we  have  done  this  and  that  our  relationships  with  the  various  branches  of  the  NIH 
are  excellent.  Dr.  Francis  Collins,  the  co-discoverer  of  the  NF1  gene  and  the 
former  head  of  our  Research  Board,  now  serves  as  Director  of  the  Federal 
Human  Genome  Project  and  continues  his  work  on  NF.  -  At  the  suggestion  of 
Dr.  Samuel  Broder,  the  head  of  the  National  Cancer  Institute,  we  are  developing 
a  novel,  interdisciplinary  workshop  on  research  approaches  to  treatments  for 
Neurofibromatosis.  As  many  as  six  Institutes  of  the  NIH  may  be  involved  in  this 
model  workshop. 

The  potential  of  Neurofibromatosis  research  from  hereon  out  is  enormous.  Not 
only  does  NF  affect  100,000  Americans  and  thus  a  greater  number  of  patients 
and  families  than  many  other  genetic  diseases,  but  the  additional  connections  to 
cancer  and  learning  disabilities  are  of  considerable  importance. 
As  you  well  know,  cancer  affects  about  a  quarter  of  the  population,  or  about  65 
million  Americans.  Learning  Disabilities  affect  as  much  as  15%  of  the  population, 
or  about  35  million  Americans.  It  may  be  that  NF  research  holds  the  key  to  both 
of  these  problems;  and  thus  NF  research  may  benefit  upwards  of  100  million 
Americans.  We  therefore  urge  you  to  increase  the  funding  for  NF  research  at  the 
NIH  to  $  15  million  a  year. 

STATEMENT  OF  MORGAN  DOWNEY,  EXECUTIVE  DIREC- 
TOR, NATIONAL  COALITION  FOR  RESEARCH  IN  NEU- 
ROLOGICAL DISORDERS 

Mr.  Chairman,  On  behalf  of  the  40  scientific  and  patient 
organizations  that  make  up  the  National  Coalition  for 
Research  on  Neurological  Disorders  (NCR),  thank  you  for  this 
opportunity  to  express  our  support  for  expanding  research  on 
brain  disorders. 
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NCR  members  are  dedicated  to  eliminating  the  tragedies  due 
to  neurological  disorders.  For  over  17  years,  NCR  has  urged 
Congress  to  continue  expanding  the  very  fruitful  and 
promising  research  which  has  developed  in  this  area.  This 
year,  NCR  is  urging  Congress  to  increase  by  10%  the  brain 
research  budgets  of  the  National  Institute  on  Neurological 
Disorders  and  Stroke  (NINDS),  the  National  Institute  of 
Mental  Health  (NIMH)  and  the  National  Institute  on  Aging 
(NIA). 

The  entire  NIH  investment  in  brain  research  is  close  to  $2 
billion  or  nearly  20%  of  the  total  NIH  budget.  The  above  three 
Institutes  account  for  the  largest  share  of  this  investment. 
Their  work  spans  basic  and  clinical  research  in  numerous 
disorders  such  as  stroke,  Parkinson's  disease,  Alzheimer's 
disease  epilepsy,  spinal  cord  injuries,  schizophrenia  and 
numerous  other  terrible,  debilitating  and  crippling  disorders. 
For  the  vast  majority  of  these  disorders,  the  research 
supported  by  NINDS,  NIMH  and  NIA  is  the  only,  large-scale 
comprehensive  research  into  the  basic  understanding  of  the 
causes  of  these  disorders. 

In  1989,  Congress,  largely  through  the  efforts  of  the  late  Silvio 
O.  Conte  (R-MA)  recognized  the  tremendous  advances  taking 
place  throughout  neuroscience  by  declaring  that  the  period 
1990-2000  be  known  as  the  Decade  of  the  Brain  (Public  Law 
101-58).  Both  Presidents  George  Bush  and  Bill  Clinton  have 
recognized  the  Decade  of  the  Brain  in  official  proclamations. 
Since  its  enactment,  numerous  events  celebrating  the 
advances  being  made  in  conquering  the  most  tragic  diseases  to 
which  humanity  is  exposed  have  occurred  throughout  the 
United  States  and  the  world.  The  high  expectations  indicated 
by  the  Congressional  Resolution  declaring  this  to  be  the 
Decade  of  the  Brain  have  been  matched  by  such  exciting 
discoveries  as  that: 

>  Stroke  and  trauma  to  the  brain  and  spinal  cord 
can  be  effectively  treated  with  drugs  given  shortly 
after  the  injury 

>  Central  nervous  system  neurons  can  regenerate 
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>  Genetic  defects  can  be  corrected 

>  Brain  dysfunction  can  be  ameliorated  by 
supplying  appropriate  neurotransmitters,  growth, 
hormonal,  and  other  factors  through  drug 
administration  or  transportation  of  cells 

NCR  is  not  oblivious  to  the  fact  that  there  is  strong  political 
pressure  to  reduced  federal  spending  and  that  there  are 
proposals  to  reduce  or  slow  the  growth  in  biomedical  research 
funding.  In  our  view,  nothing  could  be  more  shortsighted. 
Taking  advantage  today  of  significant  research  opportunities 
on  brain  disorders  will  free  future  generations  of  the  costs  and 
tragedies  of  these  afflictions.  Will  not  future  generations  of 
Americans  look  at  our  funding  less  than  one  in  four 
scientifically  meritorious  research  projects  in  dismay, 
wondering  how  we  could  have  been  so  shortsighted  as  to 
prolong  human  suffering  and  to  continue  to  incur  such  huge 
health  care  costs? 

A  1992  study,  The  Cost  of  Disorders  of  the  Brain,  conducted  by 
the  health  economics  research  firm  of  Lewin-ICF  for  the 
National  Foundation  for  Brain  Research  found: 

>  the  annual  costs  of  disorders  of  the  brain  and  central 
nervous  system  are  estimated  to  be  $401.1  billion, 

>  these  costs  represent  7.3%  of  the  Gross  Domestic 
Product, 

>  the  direct  medical  costs  of  brain  disorders  are 
estimated  at  more  than  $104  billion,  more  than  one  out  of 
every  7  dollars  we  spent  on  health  care  in  1991, 

>  the  costs  of  diseases  of  the  brain  is  calculated  at  $1,638 
per  person  in  the  United  States  or  $3,705  for  each 
employed  person.  This  amount  is  equal  to  15%  of  the 
average  annual  income  for  the  American  worker. 

In  every  category,  indirect  costs  are  greater  than  direct  costs. 
As  the  study  states: 
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This  finding  is  not  surprising  as  most  diseases  of  the  brain 
result  in  long-term  functional  limitations  that  cause  a  loss 
of  productive  capability  by  the  afflicted  individuals  and 
their  caregivers.  The  predominance  of  indirect  costs  in  the 
total  is  also  an  important  indication  of  the  non-economic 
costs  of  these  diseases.  These  indirect  costs  are  proxies  of 
the  disability  associated  with  diseases  of  the  brain.  Lost 
time  from  work,  costs  to  the  educational  and  criminal 
justice  system,  and  lost  wages  of  caregivers  are  all 
indicators  of  the  degree  to  which  diseases  of  the  brain  alter 
the  quality  of  life  of  patients,  caregivers,  and  other 
members  of  society. 

It  should  come  as  no  surprise  to  members  of  this  subcommittee 
that  a  large  portion  of  the  direct  costs  are  borne  by  Medicare 
and  Medicaid,  as  well  as  large  portions  of  the  indirect  costs 
in  education  and  disability  programs.  In  other  words,  by 
federal  and  state  taxpayers. 

To  put  these  staggering  figures  in  perspective  consider  that 
the  costs  of  just  one  category  -  dementias  -  including  both 
direct  and  indirect  costs  -  is  only  slightly  less  that  the  total 
Federal  spending  on  Medicare.  The  point  is  simple:  we  are 
spending  only  $2  billion  to  prevent,  cure  and  treat  disorders 
that  cost  over  $100  billion.  A  drug  which  can  reduce  the  age  of 
institutionalization  for  Alzheimer's  patients  by  only  one  year 
can  save  millions  of  dollars  in  the  cost  of  long  term  care. 

More  pharmaceutical  compounds  for  the  diagnosis  and 
treatment  of  neurological  and  other  brain  disorders  are  in 
development  than  at  any  time  in  history.  Small  dynamic 
research  companies  are  joining  their  larger  counterparts  in 
exciting  programs  of  research  and  discovery.  These  companies 
rely  on  the  basic  research  being  conducted  by  components  of 
NIH  to  lead  the  way  to  new  therapeutic  development. 

The  Lewin-ICF  study  concluded  : 

We  have  made  significant  advances  in  the  neurosciences 
over  the  last  several  years,  and  there  is  every  expectation 
that  we  will  continue  to  build  on  that  scientific  base.  In 
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the  field  of  genetics  we  can  now  recognize  carriers  of 
genes  that,  if  transmitted  to  their  offspring,  will  cause 
serious  mental  retardation  or  mental  deterioration.  We 
are  just  beginning  to  explore  in  clinical  trials  the  sue  of 
gene  therapy  to  reverse  diseases  after  birth.  We  are 
rapidly  expanding  our  understanding  of  the 
neurochemistry  of  the  brain  that  can  give  rise  to  severe 
psychiatric  disorders.  This  is  just  the  beginning,  in  both 
public  and  private  sector  laboratories,  teams  of 
researchers  are  working  to  develop  drugs  that  can 
ameliorate  or  reverse  perturbation  of  the  normal 
functioning  of  the  brain.  Success  in  this  area  will  go  along 
way  to  diminish  the  $104  billion  we  are  now  spending 
annually  in  direct  medical  costs. 

Now,  as  promise  turns  to  reality,  the  members  of  NCR  urge 
you  to  bring  your  work  to  fruition.  We  could  ask  for  many 
millions  more  and  the  request  would  be  justified.  But  we  are 
asking  for  an  increase  of  10%  over  the  President's  budget  for 
the  brain  research  components  of  the  National  Institute  on 
Neurological  Disorders  and  Stroke  (NINDS),  the  National 
Institute  of  Mental  Health  (NIMH)  and  the  National  Institute 
on  Aging  (NIA)  in  order  to  maintain  the  scientific  momentum 
of  today  in  the  sure  confidence  of  reducing  human  suffering 
tomorrow. 

Thank  you  for  this  opportunity  to  present  our  views. 


STATEMENT  OF  IRVING  LIPSKIND,  PRESIDENT,  MONT- 
GOMERY COUNTY,  MARYLAND  STROKE  CLUB 

My  name  is  Irvig  Lipskind.  I  am  President  of  the  Montgomery  County,  Maryland 
Stroke  Club,  a  nonprofit  organization  for  stroke  survivors  and  their  families.  This 
club  consists  of  some  400  members  as  well  as  about  100  professionals.  Among 
them  are  therapists,  physicians  and  other  caregivers.  Our  members  range  in  age 
from  the  teens  to  eighty  plus.  Some  manifest  little  visible  signs  of  stroke.  Others 
either  have  lost  the  ability  to  speak  or  need  assistance  to  walk,  dress,  bathe  and 
eat.  Reportedly  close  to  one  million,  throughout  our  nation,  are  confined  to  their 
homes  or  are  in  nursing  centers  with  little  control  over  bodily  functions  due  to 
stroke.  There  are  frightening  numbers  of  people,  thousands  a  year,  who 
experience  transient  ischemic  attacks  (TIAs)  or  mini-strokes  who  are  unaware  that 
they  are  candidates  for  a  major  stroke.  I  was  such  a  person  in  1977  while  serving 
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as  Principal  of  the  Singapore  American  School  in  Singapore,  part  of  an  exchange 
program  of  the  public  school  system  in  Montgomery  County,  Maryland. 

My  career  as  a  school  administrator  spanned  thirty  years,  29  of  those  in 
Montgomery  County,  Maryland.  The  experience  gained  by  working  in  Singapore 
was  to  assist  me  in  developing  a  second  career—teaching  English  to  speakers  of 
other  languages  (ESOL). 

In  1985,  eight  years  after  my  TIA  (mini- stroke),  I  suffered  the  major  stroke  The 
period  that  followed  was  to  become  the  greatest  challenge  my  family  and  I  would 
face.  Looming  heavily  upon  us  was  the  uncertainty  of  whether  or  not  I  would  live, 
and  if  I  lived,  would  I  be  able  to  function.  The  answers  came  over  the  next  six 
months.  When  the  bleed  on  the  left  hemisphere  of  my  brain  subsided,  I  was  left  a 
hemiplegic,  paralyzed  on  the  right  side«my  dominant  side.  I  lost  the  ability  to 
speak,  became  incontinent  and  was  an  emotional  mess. 

With  a  great  deal  of  therapy,  physical  and  chemical,  I  overcame  most  of  these 
deficits.  I  am  no  longer  incontinent,  my  ability  to  speak  returned  and  I  am 
emotionally  stable.  But,  I  still  have  limited  use  of  my  right  side-hand,  arm,  and 
leg— and  I  find  articulation  difficult. 

I  had  to  retire  in  1986,  the  year  of  my  stroke.  Obviously,  I  could  not  pursue  my 
intended  second  career.  But,  I  have  become  a  "professional  volunteer,"  helping 
disabled  people  learn  how  to  help  themselves. 

I  am  encouraged  by  the  current  work  of  the  National  Institute  of  Neurological 
Disorders  and  Stroke  (NINDS)  on  stroke  prevention  and  rehabilitation.  Stroke  is 
America's  third  most  common  cause  of  death  and  the  leading  cause  of  serious 
disabilities. 

When  you  suffer  a  stroke,  you  begin  to  think:  how  did  it  happen?  Could  it  have 
been  avoided?  Can  it  happen  again?  Will  the  financial  burden  be  too  great?  If  I 
suffer  another  stroke,  I  would  look  to  the  NINDS  for  answers. 

Every  minute  someone  in  the  United  States  suffers  a  stroke.  Annually  stroke 
strikes  500,000  Americans,  killing  nearly  30  percent  of  the  victims  and  leaving 
most  survivors  permanently  disabled.  Women  constitute  about  60  percent  of  the 
stroke  deaths.  Stroke  places  blacks  at  a  much  higher  risk  of  disability  and  death 
than  whites.  Stroke  occurs  primarily  in  the  elderly,  but  also  can  strike  newborns, 
the  young  and  drug  abusers.  In  1995,  stroke  will  cost  this  nation  an  estimated  $21 
billion  to  $25  billion  in  medical  costs  and  lost  productivity. 

Many  die  of  stroke  and  many  survivors  are  among  the  "living  dead."  They  need 
help  to  feel  worthwhile.  We  pride  ourselves  in  the  United  States  as  having  brilliant 
scientists.  Let  us  put  these  minds  to  work  for  us.  The  estimated  FY  1995  funding 
of  NINDS-supported  stroke  research  is  only  $69  million. 
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Please  grant  the  NINDS  $95.5  million  to  support  planned  stroke  research  on 
prevention  and  recovery  and  to  develop  improved  rehabilitation  techniques  and  to 
accelerate  the  work  in  restorative  neurology  to  restore  functions  in  stroke 
survivors. 

It  is  my  fervent  hope  that  no  one  will  have  to  know  the  complete  devastation  of 
the  experience  of  stroke. 

Thank  you  for  your  time  today.  I  pray  that  your  decision  will  make  for  a  better 
tomorrow. 


STATEMENT  OF  THE  PENNSYLVANIA  POWER  &  LIGHT  CO. 

The  Low  Income  Home  Energy  Assistance  Program  (LIHEAP)  is  an 
important  safety-net  for  Pennsylvania's  poor  and  elderly  residents.  The  program 
helps  pay  the  energy  bills  of  hundreds  of  thousands  low-income  families 
throughout  the  Commonwealth.  Pennsylvania  Power  &  Light  Company  (PP&L) 
urges  the  Senate  Appropriations  Subcommittee  on  Labor,  Health  and  Human 
Services  and  Education  to  maintain  a  funding  level  of  at  least  $1.32  billion  for 
fiscal  year  (FY)  1996. 

Federal  funding  for  LIHEAP  has  decreased  dramatically  over  the  years: 
from  $2.1  billion  in  FY  1986  to  $1.3  billion  in  FY  1995.  Similarly,  the  LIHEAP 
allocation  for  Pennsylvania  over  this  time  period  has  fallen  from  $141  million  to 
$95  million  —  a  drop  of  33%.  In  real  terms,  it  is  important  to  remember  that 
nationwide  LIHEAP  has  suffered  a  cumulative  loss  of  nearly  $4  billion  in  funding 
over  the  past  decade.  The  cumulative  loss  in  LIHEAP  funding  for  Pennsylvania 
has  been  $276  million. 

Some  federal  policy-makers  mistakenly  believe  that  the  energy  crisis  is  over 
for  poor  Americans;  however,  experience  in  the  Commonwealth  shows  otherwise. 
Low-income  Pennsylvanians  typically  pay  30-40%  of  their  incomes  for  utility 
services,  whereas  higher  income  families  pay  3-4%  of  their  incomes  for  utility 
services. 

In  Pennsylvania,  the  average  LIHEAP  cash  grant  in  1986-87  covered  27% 
of  the  average  annual  electric  heating  bill,  but  only  15%  of  the  average  annual 
electric  heating  bill  was  covered  by  the  average  LIHEAP  grant  in  1993-94,  despite 
the  fact  that  electric  bills  have  remained  relatively  constant.  Furthermore,  the 
average  LIHEAP  cash  grant  in  Pennsylvania  has  decreased  significantly  from  $317 
in  FY  1985  to  $168  in  FY  1994. 

The  Pennsylvania  Department  of  Public  Welfare  (DPW)  estimates  that  only 
one-third  of  LIHEAP-eligible  households  receive  energy  assistance  because  of 
limited  funding.  In  1991-92,  for  example,  LIHEAP  served  520,600  low-income 
households  in  Pennsylvania;  that  number  dropped  to  350,000  in  1993-94.  Less 
funding  for  LIHEAP  has  forced  DPW  to  lowerjncome  guidelines  and  to  shorten 
the  program  year.  As  a  result,  thousands  of  working  poor  families  have  been 
excluded  from  receiving  LIHEAP  benefits. 
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LIHEAP  is  a  critical  program  that  helps  sustain  a  basic  need  for  low-income 
families.  Its  recipients  are  the  elderly,  the  working  poor,  and  the  disabled.  One- 
third  of  LIHEAP  recipients  are  over  60  years  of  age  and  13%  are  disabled.  Nearly 
7  out  of  10  recipients  have  annual  household  incomes  under  $8,000.  Many  low- 
income  Pennsylvanians  face  difficult  situations,  and  further  reductions  in  LIHEAP 
could  turn  hardship  into  tragedy. 

The  U.  S.  Department  of  Health  and  Human  Services  (HHS)  may  allocate 
supplementary  LIHEAP  funds  to  states  that  have  acquired  non-federal  leveraged 
resources  for  low-income  households.  The  leveraged  resources  request  submitted 
by  Pennsylvania  to  HHS  was  the  third  highest  in  the  nation,  and  the 
Commonwealth  received  the  fourth  highest  leveraging  award  (approximately  $2.4 
million)  granted  by  the  Department.  Pennsylvania  submitted  leveraging  activities 
totaling  $63. 1  million;  of  that  total,  state  regulated  electric  and  gas  utilities 
contributed  $58.9  million  or  93%.  PP&L's  programs  for  low-income  families 
contributed  $3.6  million  to  the  state's  leveraging  total. 

For  all  practical  purposes,  LIHEAP  functions  as  an  effective  block  grant 
program.  In  Pennsylvania,  for  instance,  LIHEAP  grants  are  not  distributed  merely 
on  the  basis  of  income;  rather,  they  are  targeted  according  to  household  income, 
energy  costs,  and  weather  regions.  LIHEAP  is  an  effective  program  that  serves 
thousands  of  Pennsylvania's  most  vulnerable  households.  PP&L  encourages  the 
Subcommittee  to  provide  a  funding  level  of  $1.32  billion  for  LIHEAP. 


STATEMENT  OF  THE  REHABILITATION  ENGINEERING  AND 
ASSISTIVE  TECHNOLOGY  SOCIETY  OF  NORTH  AMER- 
ICA [RESNA] 

This  statement  is  on  behalf  of  RESNA,  the  Rehabilitation  Engineering  and  Assistive 
Technology  Society  of  North  America.  RESNA  has  more  than  1 800  members 
made  up  of  professionals  who  provide  rehabilitation  and  assistive  technologies, 
consumers  and  other  individuals  concerned  with  assuring  that  individuals  with 
disabilities  have  access  to  quality  technology,  and  rehabilitation  research  and 
engineering  centers.  Following  are  RESNA's  recommendations  for  two  programs 
that  we  feel  are  critical  to  meeting  the  current  and  future  needs  of  persons  with 
disabilities;  the  Technology-Related  Assistance  for  Individuals  with  Disabilities  Act 
or  "Tech  Act" ,  and  the  National  Institute  for  Disability  and  Rehabilitation  Research 
or  NIDRR. 

Recommendations: 

RESNA  is  very  cognizant  of  the  pressure  the  subcommittee  faces  to  reduce  the 
federal  deficit  In  the  past  we  have  asked  for  new  funding  to  meet  real,  identified 
needs.  These  needs  are  no  less  real  than  they  have  been  in  the  past  but  we  are 
refraining  from  asking  for  these  additional  funds. 
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Knowing  that  you  will  have  to  consider  cutting  some  programs  under  your 
jurisdiction,  we  urge  you  not  to  cut  the  Tech  Act  or  NIDRR.  Ongoing  efforts  to 
help  states  deal  with  the  assistive  technology  needs  of  persons  with  disabilities 
would  be  lost.  These  efforts  could  save  states  money  by  helping  persons  with 
severe  disabilities  become  more  independent  and  make  real  work  a  possibility  for 
many  persons  who  would  not  have  such  opportunities  without  assistive 
technology.  Research  funded  by  NIDRR  is  often  long  term.  Interruption  in  research 
could  set  back  efforts  for  many  years  and  the  United  States  would  no  longer  be  a 
world  leader  in  research  for  disability  specific  issues. 

For  the  "Tech  Act"  RESNA  recommends  an  appropriation  of  $43.43  million  with 
report  language  noting  that  the  available  funds  are  to  be  used  to  1)  fully  fund 
programs  in  each  state,  2)  provide  added  funding  for  existing  state  programs  to 
meet  new  requirements  and  priorities  in  the  reauthorization  of  the  "Tech  Act". 

For  NIDRR  RESNA  recommends  an  appropriation  of  $70  million. 
The  "Tech"  Act 

The  Technology-Related  Assistance  for  Individuals  with  Disabilities  Act  (P.L. 
103-218),  the  "Tech  Act")  was  created  in  1988  to  increase  access  to  assistive 
technology  devices  and  services  for  individuals  of  all  ages  with  disabilities.  Under 
Title  1,  states  may  compete  for  grants  ranging  from  $500,000  to  $1.5  million  for  up 
to  five  years  to  develop  consumer-responsive,  statewide  assistive  technology 
service  programs.  Title  II,  Programs  of  National  Significance,  addresses  barriers 
that  limit  access  to,  and  availability  of,  assistive  devices  and  services.  Title  II 
activities  focus  on  critical  issues  such  as  financing  of  assistive  technology,  training 
and  public  awareness  projects  and  model  demonstration  and  innovation  projects.  In 
March  1993,  the  National  Council  on  Disability  released  its  study  on  the  financing 
of  assistive  technology  devices  and  services  authorized  under  Tide  II  of  the 
program.  The  study  provides  important  findings,  testimony  and  data  on  the  need 
for  continued  federal  initiatives  for  systems  change  to  increase  access  to  assistive 
technology. 

The  President's  request  of  $40.43  million  would  continue  funding  for  existing  state 
programs  funded  under  Title  1,  and  provide  limited  support  for  technical  assistance 
and  training.  However,  given  that  the  Title  I  projects  continue  to  struggle  on  a 
case-by-case  basis  to  secure  funding  for  assistive  technology  devices  and  services, 
this  amount  is  short  of  the  funding  level  needed  to  implement  the  advocacy  and 
systems  change  provisions  put  into  the  act  last  year. 

For  instance  the  Tech  Act  sets  aside  a  portion  of  Title  I  funds  for  protection  and 
advocacy  services.  We  supported  this  change  in  the  program  when  it  was  made  last 
year.  But  this  change  will  place  even  greater  demands  on  the  state  tech  act  projects. 
Title  I  challenges  states  to  serve  all  disabilities,  all  ages,  be  statewide,  and  be 
comprehensive.  States  like  Minnesota  are  trying  to  serve  large  rural  areas.  All  states 
are  also  trying  to  cope  with  diverse  cultural  needs  to  ensure  that  ALL  persons  with 
disabilities  who  have  need  of  assistive  technology  can  be  helped  Currently  the 
funding  for  the  "Tech  Act"  provides  less  than  a  dollar  per  person  for  those  who 
need  these  services. 

According  to  the  1990  National  Health  Interview  Survey  on  Assistive  Devices 
conducted  by  the  Census  Bureau,  more  than  13.1  million  people  -  about  5.3  percent 
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of  the  population  -  were  using  assistive  technology  in  the  United  States.  While  over 
half  of  these  individuals  purchased  the  devices  themselves,  or  with  help  from  their 
families,  more  than  2.5  million  Americans  reported  that  they  need  assistive  devices 
they  did  not  have.  This  was  primarily  because  they  could  not  afford  to  purchase 
them.  The  "Tech  Act"  was  created  to  promote  systems  change  and  interagency 
coordination  in  the  delivery  of  assistive  technology  devices  and  services.  Despite 
current  federal  mandates  to  provide  assistive  technology,  individuals  with 
disabilities  and  their  families  continue  to  struggle  with  state  and  local  programs  to 
obtain  the  assistive  technology  they  need  to  maintain  independence  and  increase 
productivity  in  school,  at  work,  and  in  the  community.  In  addition,  the  current 
health  care  system  limits  access  through  restrictive  policies,  such  as  "medical 
necessity"  standards  for  reimbursement.  "Tech  Act"  projects  also  report  an  increase 
in  the  demand  for  information  on  ways  in  which  assistive  technology  can  be  used  to 
comply  with  provisions  under  the  Americans  with  Disabilities  Act.  The  "Tech  Act" 
provides  states  with  an  opportunity  to  address  these  issues  through  a  variety  of 
creative  strategies  and  collaborative  efforts. 

NIDRR 

The  National  Institute  on  Disability  and  Rehabilitation  Research  (NIDRR),  - 
authorized  by  Title  II  of  the  Rehabilitation  Act  of  1973,  as  amended,  was 
established  to  coordinate  the  administration  and  conduct  of  research  and 
demonstration  projects,  training,  information  dissemination,  and  related  activities 
concerning  the  vocational,  social,  and  medical  rehabilitation  of  persons  with 
disabilities.  The  Institute  awards  discretionary  grants  to  support  research  and 
training  centers  serving  geographic  or  disability-specific  concerns,  rehabilitation 
engineering  research  centers,  individual  field-initiated  research  grants,  fellowships, 
and  demonstration  projects.  Research  is  currently  funded  at  educational  institutions 
in  multiple  areas  of  interest,  including  spinal  cord  injury,  multiple  sclerosis, 
arthritis,  heart  disease,  mental  illness,  mental  retardation,  hearing  and  vision 
impairments,  and  head  trauma.  NIDRR  also  supports  10  Regional  Disability  and 
Business  Technical  Assistance  Centers  to  foster  awareness  and  implementation  of 
the  Americans  with  Disabilities  Act. 

NIDRR  received  $70  million  for  FY  1995.  The  President's  Budget  recommends 
$70  million  for  FY  1996.  The  lack  of  any  new  funding  will  significantly  restrict  the 
NIDRR  from  implementing  the  expanded  research  and  information 
dissemination/utilization,  and  systems  change  responsibilities  established  by  the 
1992  Amendments  to  the  Rehabilitation  Act  of  1973  and  will  undercut  the 
Institute's  efforts  to  advance  the  implementation  of  the  Americans  with  Disabilities 
Act. 

Rehabilitation  research  does  lead  to  improved  direct  services.  Much  has  been  said 
over  the  past  several  years  about  the  role  technology  has  played  in  increasing  the 
independence  of  persons  with  disabilities,  especially  those  with  severe  disabilities. 
The  Rehabilitation  Engineering  Research  Centers  (RERCs)  have  contributed  great 
advances  in  rehabilitation  technology,  knowledge,  and  methods.  Pioneering  work 
was  done  by  RERCs  in  areas  such  as  hip  replacement,  blindness  rehabilitation, 
hearing  aid  technology,  augmentative  communication  technology,  computer  access, 
functional  electrical  muscle  stimulation,  and  wheelchair  improvements.  Many  direct 
services  are  only  possible  now  because  of  the  research  done  over  many  years.  If  we 
begin  to  cut  back  on  research  our  ability  to  provide  direct  services  will  be  limited  in 
the  short  run  and  the  results  could  be  devastating  in  the  long  run.  We  need  to 
continue  our  investment  in  technology  research  if  we  are  to  meet  the  needs  of 
youths  with  disabilities  and  the  next  generation  of  persons  with  disabilities. 
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A  substantial  increase  in  funding  for  NIDRR  would  be  necessary  to  begin  efforts  in 
response  to  the  Rehabilitation  Act  Amendments  of  1992,  which  re-authorized  and 
expanded  the  research  programs  under  NIDRR.  Rehabilitation  Research  and 
Training  Centers  (RRTCs)  must  develop  integrated  programs  of  research,  serving 
as  centers  of  national  excellence  and  regional  resources  for  providers  and 
consumers.  RRTCs  must  conduct  research,  professional  training,  research  training 
and  must  provide  information  and  technical  assistance  to  people  with  disabilities.  In 
addition  to  an  emphasis  on  vocational  research,  research  is  to  be  directed  toward 
maximizing  the  full  inclusion  and  integration  into  society  of  persons  with 
disabilities  including  employment,  independent  living,  and  family  support 
Rehabilitation  Engineering  Research  Centers  (RERCs)  have  been  re-authorized  to 
conduct  research,  demonstrations  and  training  related  to  rehabilitation  technology, 
including  engineering.  New  research  and  demonstration  areas  include  activities 
related  to  "service  delivery  change"  including  consumer  responsive  and  family 
centered  service  delivery  models.  In  addition,  NIDRR-funded  centers  are  now 
required  to  more  broadly  disseminate  their  research  findings  and  additional  dollars 
will  be  needed  to  ensure  that  these  centers  can  respond  to  this  need  without 
jeopardizing  on-going  program  activity.  The  recommendation  also  would  enable  the 
NIDRR  to  expand  its  ADA-related  educational  and  technical  assistance  projects  and 
centers.  In  addition,  we  need  to  increase  our  efforts  to  ensure  that  the  technologies 
are  both  appropriate  for  and  reach  culturally  diverse,  minority,  and  other  under- 
represented  populations. 

The  funding  available  for  technology  research  at  NIDRR  has  dropped  by  just  under 
30%  in  real  dollars  over  the  last  15  years.  The  result  is  that  fewer  funds  are 
available  to  develop  the  next  generation  of  rehabilitation  and  assistive  technology.  It 
should  be  noted  that  at  the  same  time  the  technology  research  for  persons  with 
disabilities  has  decreased  within  NIDRR,  funds  for  advanced  technology  research 
in  both  the  governmental  and  especially  the  private  sector  have  been  increasing 
dramatically. 

The  world  is  advancing  technologically  at  an  incredible  and  accelerating  pace. 
Individuals  can  ride  this  wave  if  they  have  the  assistive  technologies  and  the  access 
to  technology  developments  necessary  to  stay  on  top.  People  with  disabilities  can 
also  be  left  behind  if  we  do  not  adequately  fund  research  to  allow  them  to  stay  on 
the  technology  wave.  We  strongly  urge  the  subcommittee  to  make  sure  that  persons 
with  disabilities  have  the  opportunity  to  stay  on  the  wave. 
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